Parents\u27 perceptions of the Individualized Family Service Plan. by Lalbeharie-Josias, Desiree P.
University of Massachusetts Amherst 
ScholarWorks@UMass Amherst 
Doctoral Dissertations 1896 - February 2014 
1-1-2001 
Parents' perceptions of the Individualized Family Service Plan. 
Desiree P. Lalbeharie-Josias 
University of Massachusetts Amherst 
Follow this and additional works at: https://scholarworks.umass.edu/dissertations_1 
Recommended Citation 
Lalbeharie-Josias, Desiree P., "Parents' perceptions of the Individualized Family Service Plan." (2001). 
Doctoral Dissertations 1896 - February 2014. 5424. 
https://scholarworks.umass.edu/dissertations_1/5424 
This Open Access Dissertation is brought to you for free and open access by ScholarWorks@UMass Amherst. It 
has been accepted for inclusion in Doctoral Dissertations 1896 - February 2014 by an authorized administrator of 
ScholarWorks@UMass Amherst. For more information, please contact scholarworks@library.umass.edu. 

PARENTS’ PERCEPTIONS OF THE INDIVIDUALIZED FAMILY SERVICE PLAN 
A Dissertation Presented 
by 
DESIREE P. LALBEHARIE-JOSIAS 
Submitted to the Graduate School of the 
University of Massachusetts Amherst in partial fulfillment 
Of the requirements for the degree of 
DOCTOR OF EDUCATION 
May 2001 
EDUCATION 
© Copyright by Desiree P. Lalbeharie-Josias 2001 
All Rights Reserved 
PARENTS’ PERCEPTIONS OF THE INDIVIDUALIZED FAMILY SERVICE PLAN 
A Dissertation Presented 
by 
DESIREE P. LALBEHARIE-JOSIAS 
Approved as to style and content by: 
DEDICATION 
To my family with deep gratitude and love 
For all your love, support and encouragement 
ACKNOWLEDGEMENTS 
I would like to thank my advisor. Prof. Patricia G. Silver, for her many years of 
patient guidance and support. Her valuable insight, thoughtfulness and caring were a true 
inspiration. Thanks are also due to Prof. Kevin Nugent, Prof. Maureen Perry-Jenkins and 
Prof. Grace Craig for their role in supporting my research interests and providing a 
stimulating learning experience. I am deeply grateful to Linda Guthrie for her caring 
patience, understanding and calming assistance in helping me navigate many bureaucratic 
details. 
I also wish to express my sincere appreciation to all the participants in my study. 
I am very grateful for them trusting me and sharing their experiences with me. I have 
learned so much from them and I am in awe of all their accomplishments, patience, 
positive approach, persistence and dedication. They are all a true inspiration. I also 
extend my gratitude to the early intervention program directors and service coordinators 
for their help and assistance in recruiting participants. 
I truly believe that my accomplishments are a testament of family, friendship and 
community. My family has been a constant source of love, support and understanding for 
which I am deeply grateful. I am very appreciative of my husband, Craig, who has 
always been very actively involved in supporting my academic goals and in motivating 
me along the way. He played a very instrumental role in my accomplishments and I 
know that I would not have been able to accomplish all I did without him beside me. I 
am also grateful for the great source of joy and fun distractions, provided by our children, 
Keegan, Kyle and Olivia. Thank you, for also trying to be as patient as possible each 
time when I said, “Later please, mommy’s busy.” My mom has always been a source of 
strength and inspiration to me, and her deep love, faithful prayers and kindness to me, 
were there throughout this journey. I am also very grateful for the times when my mom 
came to live with my family to help us, while Craig and I worked on our academic goals. 
My dad has always believed in me and encouraged me in my academic goals, and I am 
deeply grateful for his love, support and inspiration. I am also appreciative of my sister 
Verna, who has been very encouraging throughout with her friendship and support. I am 
also appreciative of the love and support from my other family members who kept me 
motivated and believed in me. They are Karen, Kendra, Sissy, Gavin, Sergio, Naomi, 
aunty Peggy, Bridgelall kaka, Kieran bhai, my husband’s family, and many others not 
mentioned. 
I am very grateful to my dear friends Roberta, Andrew, David, Damarese, Carol, 
Karoline, Dan, Anil, Julia and all their families for going way beyond the call of duty to 
help and support my family and I, at times when we needed them most. Your steadfast 
encouragement, gracious deeds, and our joyous times together mean a lot to me; so 
Thank You! I am also deeply grateful to Lawino, Lisa-Jean, Hasmik, and Susan for their 
kindness, friendship and help with childcare. 
I am very grateful to all those mentioned here, as well as the many faculty, 
friends, and family who are not mentioned, as together, their contributions to my 
academic and professional development have been invaluable and will forever be 
appreciated. 
VI 
ABSTRACT 
PARENTS’ PERCEPTIONS OF THE INDIVIDUALIZED FAMILY SERVICE PLAN 
MAY 2001 
DESIREE P. LALBEHARIE-JOSIAS, B.A., SMITH COLLEGE 
M E D., SMITH COLLEGE 
Ed.D., UNIVERSITY OF MASSACHUSETTS AMHERST 
Directed by: Professor Patricia G. Silver 
The Individualized Family Service Plan (IFSP), is designed to offer a holistic 
family-centered approach to meet the needs of families with children with disabilities 
between the ages of 0 to 3 years old. The goal is to help support the family, and provide 
services that are specific to the child’s special needs in order to facilitate the child’s 
growth and development. Therefore, this is a very complex and comprehensive program 
that tries to help meet the needs of the child and family simultaneously. The goal of this 
study was to explore parents’ perceptions of the IFSP based on their experiences with the 
program. Twenty-one parents representing fourteen families of young children with 
disabilities, or experiencing developmental delays, who were either currently on, or have 
been part of an IFSP within the past 2 years, participated in this study. Qualitative 
research methods using a phenomenological design of in-depth interviews, together with 
follow-up interviews and a focus group were used in conducting this study. The results 
of this study revealed two categories of service coordination, and family experience and 
perspective, as the source of origination of themes and critical issues that the parents had 
highlighted. The themes included: the role of the caseworker; IFSP coordination; 
Vll 
transition from EFSP to IEP; family services; family involvement; diversity issues; 
parents in multiple roles; networking; occupational influence; personal growth in parents; 
meaning and life lessons; and fathers’ involvement. The critical issues included: home- 
based services; teamwork; advocacy; free services; flexibility; and assessment issues. 
Parents had expressed both positive and negative reflections related to both the themes 
and critical issues. Parents’ reflections highlighted the significance of these results to the 
importance of understanding and improving of the IFSP. Implications for future 
research, policy development and professional practice are addressed. 
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CHAPTER 1 
CONCEPTUAL FRAMEWORK 
1.1 Introduction to the Study 
Early intervention services for young children with disabilities, or at-risk for 
developmental delays, are as dynamic, different and important as the people they serve. Such 
an appealing and necessary characteristic of early intervention may seem very natural and 
appropriate for the field of early intervention, but it was not always so. The range and 
flexibility of services offered by early intervention is the result of the tremendous growth and 
changes that have occurred in this field over the past three decades, which continues to 
improve and evolve. 
Early intervention is currently based on the two fundamental assumptions related to 
interdisciplinary activity and the family context as pertinent to successful early intervention 
services (Meisels and Shonkoff,1990, p. xv). Interdisciplinary activity is important to facilitate 
a wide range of services for the diverse problems confronted by young children with 
disabilities. The family context is significant for young children in early intervention as it allows 
for a fuller appreciation and understanding of the child. “In turn, families must be seen as 
dynamic units embedded within a larger social context” (Meisels and Shonkoff,1990, p. xv). 
Based on these two current assumptions, a general definition of early intervention is as 
follows: 
Early childhood intervention consists of multidisciplinary services 
provided for developmentally vulnerable or disabled children from 
birth to 3 years and their families. These programs are designed to 
enhance child development, minimize potential delays, remediate 
existing problems, prevent further deterioration, limit the acquisition 
of additional handicapping conditions, and/or promote adaptive 
family functioning. The goals of early intervention are accomplished 
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by providing developmental and therapeutic services for children, and 
support and instruction for their families. (Meisels and ShonkofF, 
1990, p. xiv) 
An additional definition of early intervention is, “a comprehensive cluster of services that 
incorporate goals in education, health care, and social service for young children who are 
disabled or at-risk for developing disabilities and their families” (Hanson & Lynch, 1989, p.xiii). 
1.1.1 Rationale for Early Intervention 
The rationale for early intervention has four bases (Hanson & Lynch, 1989, p. 8). The 
first of which is the recognition of the importance of early environmental interactions in the 
early years to later development Theorists like Bloom and Hunt influenced this rationale. 
Bloom (1965) offers three important reasons to support this rationale: 
The first is based on the very rapid growth of selected characteristics 
in the early years and conceives of the variations in the early 
environment as so important because they shape these characteristics 
in their most rapid periods of formation.[the second] has to do 
with the sequential nature of much of human development. Each 
characteristic is built on a base of.....other characteristics which 
precede it in development. [Thirdly,] it is much easier to learn 
something new than it is to stamp out one set of learned behaviors 
and replace them by a new set. (p. 215) 
Hunt (1961) shared a similar belief by maintaining that it might be beneficial to try to 
manipulate a child's environment, “especially during the early years of their development, to 
achieve a substantially faster rate of intellectual development and a substantially higher adult 
level of intellectual capacity” (p.363). Based on research with rats, “it was realised by 
laboratory scientists that the developing brain was far from unaffected by nutritional growth 
restriction, provided this was applied during the period of (the rats’) fastest growth, the ‘brain 
growth spurt’ ” (Dobbing, p. vii). In human development the early years through age 6 are 
considered a period of major growth and brain development. Therefore, based on the research 
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done with rats, experiences during these periods will have a greater effect on brain 
development than if it were done at a later period. This is supported by Shonkoff and Marshall 
who said that, “the immature brain of a young child is capable of adaptive recovery to a far 
greater degree than the more differentiated and mature brain of an adult.” (p. 48) 
The second is the prevention of secondary disabilities or effects such as behavioral 
difficulties. For example, behavioral issues may result in children with a hearing impairment 
who are unable to understand verbal cues, and may make inappropriate responses without any 
intervention. When these inappropriate responses are not recognized, or if they get into trouble 
for it, they may begin misbehaving or acting out. Early intervention will try to prevent the 
behavior problems by teaching children how to use alternate ways to help them interpret verbal 
cues and how to respond appropriately, thereby reducing and preventing behavioral problems. 
The needs of the families of the children with special needs form the third base since 
the family faces many new challenges that come with the child. Healy et al (1989) illustrates 
this as follows: 
Early intervention by its nature is an intimate service that touches a 
family’s life at a time of double vulnerability. First, there is the normal 
vulnerability of a family taking on responsibility for a first or 
additional child. Second, there is the often-dramatic vulnerability 
brought on by the special needs situation. These vulnerabilities may 
complicate already existing problems, such as low socioeconomic 
status, unemployment, marital stress, or teenage parenthood, (p. 3) 
The family needs support, training and information to enable them to meet the challenges of 
having a child with a special need. The fourth and final base is that early intervention will also 
benefit society because early intervention often enables special needs children to pursue regular 
education in less restrictive environments, thereby reducing special education costs in 
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elementary school. In addition, these children will have a better chance at growing up to 
become positive, active members of their communities. 
1.1.2 Rationale for Family Involvement 
The variety of roles played by parents and the effort made by parents for their children, 
helped influence and secure their key role as individuals and as a family unit in early 
intervention. In recognition of parents’ effort and commitment the following factors form part 
of the rationale for family involvement in early intervention according to Hanson and Lynch 
(1989): 
• the most important people in a young child's life are its care 
providers, mostly parents 
• parents own the rights and responsibilities to make decisions that 
affect their child 
• parents own these rights legally under PL 94-142 and PL 99-457 
(IDEA, PL 105-17, 1997 amendments) 
• parental participation and carryover are important for optimal 
effects of a program 
• parents are supported to keep their children at home rather than 
send them to an institution and they learn skills that allows them 
to experience positive relationships with their children 
• participation will provide parents with information and 
empowerment to use community resources 
• parents can help achieve more fully coordinated services 
• parent participation is also economical as it will require less home 
visits by professionals, (p. 246-248) 
An additional component of the rationale for family involvement recognizes the 
significance of focusing not only on the parent, but also on the whole family. Brofenbrenner’s 
(1979) ecology of human development theory contributed to this rationale as he proposes that 
a child’s development is influenced by both biological make-up and environment jointly and 
interactively. This theory influenced the transactional model offered by Sameroff (1990), who 
4 
considers the child “as a product of the continuous dynamic interactions of the child and the 
experience provided by his or her family and social context” (p.122). 
Additional contributions to support this rationale were made by Minuchin’s (1974) 
family systems theory. Family systems theory acknowledges the family as a complex system 
with interacting subsystems, and each individual family member is actually a subsystem of the 
larger family system. He also maintains that family members do not function in isolation from 
one another, and that an event or intervention with one family member is likely to have an 
impact on other members and interactions in the family; however all members may not react the 
same way. Therefore, in recognition of such complexity “The Individuals with Disabilities 
Education Act (IDEA), PL 105-17 Part C of 1997” (originally mandated in 1986 PL 99-457, 
Part H) requires that careful attention be given to families through the mandated IFSP process. 
According to Ziegler (1989), early interventionists can help empower families to make 
appropriate decisions by helping them access the following types of information: 
• Information about the disability itself - not only limitations, but 
also possibilities; treatment choices; preferred methods of 
education, if relevant; and success stories of people with that 
particular handicapping condition. 
• Knowledge of relevant laws, including PL 94-142 and PL 99- 
457, Sec 504 of the Vocational Rehabilitation Act, and state 
special education laws. 
• Knowledge about services, such as respite care, that are available 
to the child and to the family 
• Exposure to ' state-of-the-art' educational programs 
• Understanding of the importance and implications of various 
kinds of tests and assessments 
• Information about sources of financial assistance, such as private 
insurance. Supplemental Security Income (SSI), and Medicaid 
• Knowledge about the community in which the family lives - local 
government, local leadership, and community organizations and 
services, as well as relevant state agencies." (Ziegler, 1989, p. 
89) 
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Interventionists may also help parents acquire the skills needed for researching and locating 
resources, assertiveness and communication, documentation and advocacy. 
1.1.3 What is the IFSP? 
The Individualized Family Service Plan (IFSP) (See Appendix A) has been mandated 
by PL 99-457, which was revised in 1997 in PL 105-17 (IDEA) as a document that describes 
the services for a young child with special needs and their family, in an early intervention 
program. The IFSP must be developed for each child who has been identified for early 
intervention services, due to “experiencing developmental delays in one or more developmental 
domains (physical, cognitive, communicative, social or emotional, or adaptive development) as 
measured by appropriate diagnostic instruments and procedures, or because they have a 
diagnosed physical or mental condition that has a high probability of resulting in developmental 
delay” (Safer & Hamilton, 1993 p. 8). The family’s needs and strengths also need to be 
assessed to facilitate them receiving services. 
The minimum components of an IFSP are: 
1. Multidisciplinary assessment and identification of appropriate 
services 
2. Written IFSP by a multidisciplinary team and with parent or 
guardian 
3. Early intervention services, considering frequency, intensity, and 
method of delivery 
4. Expected major outcomes for child and family 
5. Projected dates for services 
6. Naming of the case manager from the most immediately relevant 
profession 
7. Transition to Part B services (special education and related 
services beginning at ages 3 years). (Trohanis, 1993, p. 3-4) 
A wide range of services may be included in the IFSP depending on the specific needs of a 
child and family. Some of these services are “audiology, family training/counseling/home visits, 
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certain health services, nutrition services, occupational therapy, physical therapy, psychological 
services, social work services, special instruction, speech-language pathology, vision services, 
assistive technology devices and services, and transportation” (Safer & Hamilton, p. 9, 1993). 
1.2 Introduction to the Research 
The role of the family in early intervention is highly pertinent in the development 
and implementation of their IFSP, which ultimately influences their experiences. Legally 
under PL 105-17 (1997), and socially, parents own the rights to make decisions that affect 
their children, thereby, parents have the ability to significantly influence a child’s life. This 
responsibility and influence includes a parent’s ability to impact their child’s early 
intervention experience. Therefore, parents have the complex role of parents, team 
members, recipients, and decision-makers in early intervention. 
As the primary caregivers of children, parents themselves are affected by their 
child’s life, experiences, disabilities, needs and abilities. Early intervention can influence 
the type of impact a child with special needs has on a family by ensuring that the family has 
the appropriate and necessary resources, available and accessible to them when needed. 
The Individualized Family Service Plan (IFSP) is central to ensuring that both young 
children with disabilities or at risk, and their families are receiving the appropriate services 
that they need. 
The personal experiences of parents who need and use the early intervention 
services available are important as they offer insight on how accessible, useful and 
comprehensive the established services are with respect to attempting to meet the needs of 
parents, and their children with special needs. Therefore, further study that explores 
parents’ experiences with the IFSP will offer insight on the IFSP process. 
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1.2.1 Purpose 
The purpose of this study is to explore parents’ perceptions of their experiences 
with the EFSP process as part of an early intervention program and to describe the 
meanings that they may attach to these experiences. The proposed methodology for this 
study is a phenomenological design, which will result in a phenomenological description of 
themes and/or patterns of parents’ experiences with the IFSP process. The main question 
guiding this study is “What are parents' perceptions of the IFSP?" 
1.2.2 Potential Significance 
This study will contribute to the early intervention literature. Currently, there is an 
identified need for more information and knowledge on parents’ perspectives and learning 
more about their experiences with the IFSP (Bailey, et al, 1998). This information will be 
useful, as it will hopefully impact policy development concerning the IFSP. Documents 
and processes like the IFSP are in constant review, which is important to ensure 
appropriate application of the policies. The information gained in this study can help 
enhance these processes. 
Furthermore, it is hoped that this study will be able to influence the practice of 
developing and implementing IFSPs. This will be significant as the practice of developing 
and implementing the IFSP needs to be flexible and responsive to the changing 
populations they serve, and insights gained from this study may be able to help improve 
services. In addition, it is hoped that parents who need to enter early intervention services 
would have access to the information gained in this study which may help them gain a 
better understanding of the IFSP processes. This will help them feel better prepared, more 
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knowledgeable and empowered which will allow them to participate more actively and 
constructively on their child’s IFSP team. 
1.2.3 General Research Questions 
This study will explore parents’ experiences with the IFSP process and the 
meanings that they attach to their experiences through in-depth interviews. The research 
questions are based on the following themes and topics: 
a) Central to understanding a family’s experiences is, understanding their family 
context which, will illuminate who they are as a family and why they have an 
IFSP. This will be discussed in the beginning of the interview, as it will help 
“frame” the rest of the interview. 
b) The next questions to be explored will be the different types of experiences 
families with an IFSP have and their perceptions of these experiences. 
Included will be some reflection and discussion on the family’s level of 
involvement in the process, both as a unit and as individuals. Another aspect 
will be exploring the impact that the IFSP has had on this family, family roles 
and relationships. These questions will include listening to the parents’ list the 
types of resources and services that they receive. 
c) Thereafter, the parents will discuss their perceptions and/or any type of 
significance/meaning that they may attach to the different experiences, services 
and/or resources. 
d) Since each family functions within its own specific context of culture, 
community and socioeconomic factors, parents will also be given an 
opportunity to consider and share any other factors that may have contributed 
to their experiences. Thus, this interview process will be a reflective 
experience for parents. 
e) Finally, in a second phase of this study a focus group interview will be 
conducted to offer parents an opportunity to suggest recommendations on 
ways in which the IFSP could be improved. 
1.2.4 Delimitations and Limitations 
This study is designed to explore parents’ experiences with the IFSP and the 
meaning that they make of these experiences. Careful consideration will be made to 
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ensure the quality of this study, in both the design and implementation. Nonetheless, there 
are some delimitations and limitations to this study that must be mentioned: 
Delimitations: 
1. The experiences and opinions of the parents in this study do 
not reflect the thinking or experience of all parents in all early 
intervention programs. 
2. All participants are involved in early intervention in a region, 
which is considered to be very liberal, with regards to civil 
rights and social justice issues, by many people. This may 
influence their experiences and their perceptions of their 
experiences. 
3. Since I, the researcher, am a woman of color, with a bicultural 
working class heritage, I do view the world through these 
identities, which may influence my experience in this study. 
Limitations: 
1. The sample size of 15 families/sets of parents is relatively 
small. Thus, there is a possibility of a larger sample size 
generating more and possibly different feedback. 
2. The small sample size of this study may not truly reflect the 
population diversity of the specific region where this study 
will be conducted. Thus, there is a possibility of a more 
diverse sample generating a more diverse range of 
feedback. 
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CHAPTER 2 
REVIEW OF THE LITERATURE 
This chapter will offer a review of literature that is related to the Individualized Family 
Service Plan (IFSP) (See Appendix E for table format), and parents’ experiences with the 
IFSP. The review is organized into the following topic areas: 
> The Development and Implementation of the IFSP 
> The Family-Centered Approach: Issues and Perceptions 
> Cultural and Socio-Demographic Considerations 
> Parent-Professional Relationships 
> Other Early Intervention and IFSP Issues 
The review of literature is focused on research articles that were published within the past 
10 to 12 years and they are presented in order of the earlier ones to the most recent. This 
time frame is appropriate as the Individuals with Disabilities Act (IDEA), PL 99-457 was 
only enacted in 1986. The most recent amendments were made in PL 105-17 in 1997. 
The goal of this literature review is to establish a context and framework of the IFSP, and 
parents’ issues, perceptions and experiences with the IFSP. The purpose is to support the 
research study on “Parents’ Perceptions of the IFSP” which intends to contribute to the 
literature on these topics. 
2.1 The Development <& Implementation of the IFSP 
The IFSP is a complex and comprehensive process and document. The 
development and implementation of the IFSP involve many different people who play 
different roles in this process. This section will offer a review of research articles related 
to this issue. 
Summers, DelPOliver, Turnbull, Benson, Santelli, Campbell and Siegel-Causey (1990) 
conducted a study, Examining the Individualized Family Sendee Plan Process: What are 
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Family and Practitioner Preferences?” to gather information on practices and procedures 
that are both helpful as well as positively perceived by both families and practitioners. The 
purpose of this study was twofold: “What are families’ and practitioners’ opinions about the 
expected outcomes for families of early intervention? What are families’ and practitioners’ 
preferences for the methods to be used in gathering information on family strengths and needs 
for the Individualized Family Service Plan?” (Summers et al., 1990, p. 79) 
This research was a qualitative study comprised of nine consumer focus groups. These 
nine focus groups were selected by purposive sampling methods. This was a diverse 
composition of groups, namely: 
Two Groups: National Leadership Groups - 1 early intervention 
family and practitioner leaders and 1 minority parent leaders. 
Three Groups: State groups - Kentucky, Iowa and Hawaii with both 
family and practitioner representatives from early intervention 
programs. 
Four Groups: Local Kansas groups - representing early intervention 
programs from rural, urban and suburban areas of Kansas, (p. 80) 
The total number of participants was 102 with 50% being family members. Most of the focus 
groups lasted for about two hours with both a moderator and an observer present. The data 
were coded and analyzed by categories. Audit checks were done twice after the original 
coding to ensure accuracy and dependability. 
The principles for early intcn’ention services that emerged from this study were as 
follows: 
“Demonstrating sensitivity to families 
Acknowledging the family as the ultimate decision maker 
Acknowledging diversity and meeting individual family preferences 
Promoting interagency coordination and case management 
Enhancing social support 
Communicating clearly and completely 
Advocating for family rights and services 
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Considering whole family strengths, needs, and involvement 
Building a foundation for the future.” (Summers, et al,1990, p. 86) 
Both families and practitioners with regard to the methods and process of identifying 
family strengths and needs overwhelmingly preferred informal nonintrusive approaches. The 
authors also mentioned that the most effective means of achieving these informal approaches 
was for the practitioner to be willing to invest time in developing a rapport and friendship with 
the family. The second largest preference was for both the family and child's needs to be 
considered as related, rather than as two separate entities. It was thirdly preferred that the 
family themselves or a trusted professional be responsible for identifying the families' strengths 
and weaknesses. Fourth, the authors considered it imperative that families are informed at all 
times with immediate and complete feedback, particularly with regards to assessments. The 
fifth preference was that the identification of strengths and weaknesses be a continuous and 
ongoing process as family situations change over time. The sixth preference was for this 
process to be creative and stimulating. The seventh preference was for practitioners to conduct 
home visits to observe the child and family in their natural environment. 
There were four main preferences presented for expected outcomes of early 
intervention for families. The first category is that of meeting family information needs about 
the disability, services, the future, etc. The second concerns meeting the needs of the whole 
family as well as individual well-being like being satisfied with social support, putting problems 
in perspective, maintaining a sense of control and being motivated, to mention but a few. The 
third preference was enhancing parent-child relationships, like having a sense of joy in the child 
and instilling a sense of self-esteem in the child. The fourth preference was for parent- 
professional relationships to be enhanced, like communicating more effectively. The overall 
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preference was to help families develop skills to increase their participation level in the 
development of the IFSP, as well as to have good trusting relationships with professionals. 
Recommendations for future research include a focus on the need for an appropriate 
sequence for providing services; information sharing in a way that builds a foundation for 
meeting future needs; and operationalizing these outcomes and linking them to specific 
services. Informality was strongly present as a preference for information gathering and 
building rapport with practitioners, and this informality may offer a means of implementing the 
program principle of emotional sensitivity. Unfortunately, the fluid informal process preferred 
may present obstacles to ensuring program accountability, thereby, providing another aspect 
for future research. The authors conclude that these and other challenges in the field of early 
intervention cannot be ignored, “if we wish to preserve and extend the qualities that have made 
early intervention programs a strong, vital foundation for families and communities in the first 
place” (Summers, et al, 1990, p. 98). 
Beckman and Bristol (1991) discuss the issues of sensitivity to cultural diversity, family 
assessment, intrusiveness and development of family outcomes that need to be considered 
when developing the IFSP in their article, “Issues in Developing the IFSP: A Framework for 
Establishing Family Outcomes”. Beckman and Bristol (1991), maintain that sensitivity to 
cultural diversity is imperative because most intervention programs represent the culture of 
middle class, English-speaking Anglo-Saxons while the U.S is actually far more diverse in its 
composition of cultures and only growing more so (p. 20). These authors also state that recent 
research clearly indicates that intervention programs are not meeting the needs of families from 
diverse economic and cultural backgrounds. They also suggest that interventionists should 
begin this process of sensitivity to cultural diversity by, "(a) becoming aware of the extent to 
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which their own professional opinions are driven by cultural values; (b) learning about the 
values and norms that operate for the families with whom they work; (c) hiring culturally 
diverse staff; and (d) demonstrating respect for differing values in the way the IFSP is 
developed and implemented" (Beckman & Bristol, 1991, p. 21). 
On the issue of family assessment, the authors mention that some interventionists have 
approached family assessment in the same way they approach establishing goals for children. 
This approach to family assessment is inappropriate, as the IFSP cannot be regarded as an 
extension of program development for children to families. A different approach is needed as 
families are complex and require different emphasis. The authors consider the appropriateness 
of extensive formal assessments that are completed with children to be questionable, if a similar 
approach is followed with families. The three reasons supporting this issue are: 
1. families do not seek early intervention because of a ‘difficulty in 
the family’ so a child with disabilities does not mean that the 
family requires assessments, 
2. as Summers et al (1990) determined - - families and professionals 
prefer informal approaches for family assessment, 
3. measures for specific family research such as stress and 
depression measures are not appropriate for assessment of family 
strengths and weaknesses for the IFSP. 
Beckman and Bristol (1991) also mentioned that the process of assessment and the 
establishment of family outcomes are considered to be intrusive by the family as the process 
becomes further removed from the initial reason for the professional's involvement with the 
family. Intrusiveness increases when issues that are not related to family concerns or the 
purpose of the professional and services that are ultimately provided for the family are 
considered. For example, the authors also refer to recent research that was included in this 
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article concerning the issue of development of family outcomes. This research cited issues that 
were specifically concerned with the way family outcomes were written and the type of 
outcomes expected. The target person of a goal in most cases was the parent and very 
minimally was the professional. The research also noted that interventionists need to avoid 
behavioral type objectives that are typically written for children. Interventionists need to 
consider the fact the intent of the IFSP was not to have parents conduct a program and be 
accountable for it, but more so to share in it and participate in its implementation. 
The authors present a typology of family outcomes across two dimensions of child 
outcomes (child-related child outcomes and family-related child outcomes), and family 
outcomes (child-related family outcomes and general family outcomes) that 
interventionists may use as a guideline in establishing family goals (p. 26-27). Child 
outcomes are divided into two categories; those that are child-related and those that are 
family related. Child-related child outcomes are those that are important regardless of 
setting such as speech, and cognition and are a priority of the family as well. Family- 
related child outcomes are child changes that reflect family needs, and make family life 
safer and more pleasant such as feeding and toilet training. Family outcomes include both 
child-related family outcomes and general family outcomes. Child-related family 
outcomes reflect family needs that are focused on the family and not on the child such as 
respite care. General family outcomes address family needs such as marriage counseling 
or parent alcoholism which may most likely require the interventionist to recruit outside 
help, or refer the family to a specific agency. The authors maintain that sensitivity to 
family needs should not diminish the significance of child-related outcomes, or alter the 
interventionists' responsibility to establishing and implementing goals for the child. 
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Central to the focus on family-centered services in early intervention is the IFSP 
process and plan discussed in the article, “Enhancing Parent Participation in IFSP” by 
Campbell, Strickland, and La Forme. The IFSP is the result of joint development and 
interaction between parents and professionals. Professionals have needed and received 
information and training on the development of the IFSP, and on how to facilitate parent 
participation in the development process. However, parents have often not received enough 
information and training on how to fully participate in the IFSP process and write their needs, 
concerns and priorities. Thus, “the purpose of this study was to examine the extent to which 
voluntary participation in education and training designed to enhance family participation in the 
IFSP process was reflected in the IFSP document” (Campbell, P. H., Strickland, B. & La 
Forme, C, 1992, p. 113). The authors had two assumptions: 
1. IFSPs of parents who participated in the training would reflect 
more parental input than those of parents who did not receive 
EFSP training. 
2. The extent of parental or professional language in the DFSP would 
indicate the amount of parental input in the development of the 
IFSP. 
This study was conducted with families enrolled in a community-based early 
intervention for at least three months, and had participated at minimum in one IFSP 
conference. Twenty parents were involved in the study and they were divided into two groups 
based on their decision to either voluntarily participate in formal IFSP training (Group 1) or not 
(Group 2). Group one was comprised of nine parents who participated in formal training like 
workshops or discussion groups on IFSP development. Group two was comprised of 11 
parents who did not participate in any formal IFSP training. 
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During enrollment all parents were given a booklet, Into Our Lives, and were 
encouraged to read it as it discussed six topics: emotions and coping, communication, decision 
making, transition, the IFSP, and parents on the team. A 12-hour workshop program of four 
three-hour sessions was offered during two consecutive weeks, and built upon the knowledge 
in the booklet and covered the following: 
(a) introduction, emotions, and coping; 
(b) communication and decision making; 
(c) transition, evaluation and assessment, and the IFSP; and 
(d) parents as teams members in the IFSP process and conference 
(Campbell, et al, 1992). 
In addition, four small discussion groups were offered in early Fall which also discussed the 
booklet, and was led by an experienced parent. The staff who served as IFSP team leaders also 
received training in the IFSP process and development. Their training focused on the two 
areas of: 
(a) parent descriptions of their children’s present levels of 
development and 
(b) parent-established (rather than professionally established) 
outcome statements (Campbell, et al., 1992, p. 116). 
After the parent educational sessions, parents scheduled their IFSP conferences. At the 
IFSP conferences parents were asked to describe their child, and list their concerns and 
priorities which were written up as outcomes by the team leader. Two raters, both of whom 
were unfamiliar as to whether or not the families participated in IFSP training, rated two IFSPs 
of each family - - one before and one after training. They rated the amount of parent 
participation reflected in the IFSPs based on: “(a) extent to which reports of children’s present 
levels of development were stated in parent or professional language or in both parent and 
professional language, and (b) the number of outcome statements written in parent or 
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professional language” (Campbell et al., 1992, p.l 18). The parents who had participated in 
formal training had more use of parental language in their descriptions of their children’s 
present levels of development compared to parents who did not receive training. There were 
no significant differences with regards to the amount of parental language in the outcomes. 
Furthermore, there were no parental differences that were the result of training. 
The use of parental language in an IFSP is one measure of a parent-driven IFSP. The 
results of this study indicate that the use of parental language is promoted when parents 
voluntarily choose to participate in formal IFSP training programs. These results “indicate that 
parents can be active participants in the IFSP process and that major components of the 
document can be written by parents in their own language (Campbell, et al., 1992, p. 123). 
This participation will thereby influence the IFSP process to be family centered and more 
consistent with the law. 
In this study, “The De\>elopment of Individualized Family Service Plans: Roles for 
Parents and Staff” Minke and Scott (1993) explored parent participation in the development 
of IFSPs. The study was conducted at three programs, all of which were working on 
improving their IFSP process, and parental participation in the process. Each program’s 
director was also interested in functioning in a more family-focused manner. The program’s 
differed in that one was home-based, one center-based, and the third was mostly for 3-5 year 
old preschool children. 
Three actual IFSP meetings were videotaped at each of the three sites and the primary 
participants (parent, direct service provider and program administration representative) were 
interviewed after the meeting. The data were analyzed by using a qualitative method of 
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content analysis procedure, which facilitates the categorization of data. The results revealed 
that parents play nine different roles in the IFSP meeting: 
1. Basic Decisions 
2. Participating in Goal Setting 
3. Participating in Assessment 
4. Choosing their own levels of participation 
5. Considering Professional Advice 
6. Voicing Objections 
7. Advocating for their Children 
8. Listening 
9. Providing Information 
Although these are roles that are expected in a program that strives for parent participation, the 
data indicate that there was still a high degree of staff control in these meetings. The roles that 
staff played were analyzed according to a family-focused model and were grouped as follows: 
1. Staff behavior consistent with a family-focused model 
2. Staff behavior partially consistent with a family-focused model 
3. Staff behavior inconsistent with a family focused model 
Within these different roles, the staff displayed good interviewing skills for eliciting parent 
participation. However, there were instances of staff resisting parental disagreements, and 
controlling many parental decisions. This finding indicates that some desires to control 
interactions impede full implementation of a family-focused approach. 
Collaboration between staff and parents is a key indicator of a family-focused 
model. Both staff and parents in this study discussed examples of collaboration that they 
experienced, and some of these were also present in the videotaped sessions. However, 
collaboration was not present in the planning assessment phase of the IFSP in all three 
programs. Thus, the authors suggest this aspect for exploration in future research as the 
use of parental involvement in all phases including the assessment phase will allow for a 
more family-focused approach. 
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In the study, “Lessons Learnedfrom Implementation of the IEP: Applications to 
the IFSP” Gallagher and Desimone (1995) reviewed literature on various Individualized 
Education Program (IEP) and IFSP experiences to facilitate the improvement of procedures in 
developing and implementing the IFSP by applying past learning of the IEP. The authors 
reviewed 15 years of research and evaluation of IEPs. 
Three major categories of content, process and outcomes emerged: 
1. Shortcomings and difficulties in satisfying IEP content 
requirements - these included missing data; poorly written goals 
and objectives; difficulty in linking goals to the program and 
evaluation; and no systematic monitoring effect. 
2. Problems with the process of developing and implementing IEPs 
- included here were aspects of meaningless paperwork; too 
demanding of teacher’s time; a rigid and narrow curriculum; lack 
of participation by other staff; and little parental input. 
3. Positive outcomes due to IEPs - these highlights are improved 
teacher-parent relationships; the family’s increased understanding 
of the special education program; provision of information on the 
child’s academic progress; and clarification of program goals and 
directions. 
The authors’ review of the research literature on the IFSP revealed the following as 
organized by content, process and outcomes: 
1. Content requirements - the methods of gathering information for 
the IFSP and evaluation of the IFSP emerged as IFSP issues 
2. Process of developing and implementing IFSPs - these issues are 
cultural diversity and the IFSP; philosophical framework for 
designing IFSPs; principles for practice; and professional-parent 
interactions. 
3. Outcomes and implementation of IFSPs - some negative 
outcomes from parents are lack of coordination between 
professionals; unavailability of services; and being overwhelmed 
with therapy and education activities. Some positive outcomes 
are that parents can be active members of the process; parents can 
write major IFSP components in their own language; parents 
experienced increased access to information; and parents received 
21 
valuable advice and help from the service coordinator. 
Professional negative outcomes included the requested need for 
more IFSP training; the IFSP process was time consuming which 
was compounded by increasing caseloads, decreasing budgets 
and interagency scheduling problems. Some positive professional 
outcomes are cost savings over the IEP process and an increased 
knowledge, awareness, communication and interaction with other 
agencies. 
Based on the described results of their literature review, Gallagher and Desimone 
(1995) recommend the following to help in the improvement of the IFSP process: 
1. Both the parents and professionals need preparation on how to 
participate more constructively, actively and collaboratively in the 
EFSP process in a manner that is also more consistent with the 
law. 
2. Professionals need more time to be able to develop more quality 
interpersonal relationships with parents, improved service 
planning and delivery. 
3. A more frequent mandatory review and update of the IFSP is 
important to accommodate for changes; assess consistency with 
the IFSP and assess progress. 
The authors also offer a few questions to be challenged in future research: Does the type of 
collaboration needed for a true transdisciplinary approach exist? Are all professionals 
knowledgeable on the processes and sequence of stages of child development? Are 
professionals comfortable and ready to share decision-making with parents? 
The issues, outcomes and questions presented in this study reflect the difficulty in, and 
great difference between policy development and implementation. Thus, future work on 
improving the IFSP process must consider the strengths and weaknesses in the IEP process as 
an attempt to learn from history. 
The study, “Perceptions Regarding the IFSP Process in a Statewide Interagency 
Service Coordination Program” Farel, Shackelford and Hurth (1997) assessed the IFSP 
perceptions of child service coordinators (CSCs) of North Carolina’s interagency Child Service 
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Coordination Program (CSCP). North Carolina’s CSCP is a comprehensive, statewide, 
interagency that serves families with young children from birth through 5 years old. CSCP’s 
goal “is to help families identify and obtain access to preventive, specialized, and support 
services for themselves and their children” (North Carolina Department of Environment, 
Health, and Natural Resources, 1990 as cited in Farel et al., 1997, p. 236). 
The IFSP is integral to the achievement of this goal as it impacts the entire early 
intervention process. Thus, the CSC’s perceptions of the IFSP and its process are important to 
help facilitate improvement and optimal functioning of the CSCP. A survey was completed by 
590 CSCs, which represented an 80% return rate. Their range of professional backgrounds 
included early childhood education, social work, public health nursing, and developmental 
psychology. 
The results indicate successful interagency outreach efforts by the CSCP. Early 
intervention professionals reported “that the IFSP was useful, easy, understandable ... concise 
... has positive outcomes for families ... [is] a vehicle for family empowerment and improved 
communication and coordination among families and coordinators” (Farel, et al., 1997, p. 245). 
On the other hand, CSCs such as health department nurses and social workers considered the 
IFSP to be “time consuming, inflexible and redundant” (Farel, et al., 1997, p. 245)”. The 
authors’ explanation of this difference is that early interventionists are trained to use the IFSP, 
and consider it to be more of a guide, whereas other health professionals already have forms 
and protocol from their discipline to follow and consider the EFSP a burden. Another 
difference influenced by the perspective of their discipline is that early intervention 
professionals reported few scheduling difficulties with families in IFSP development, whereas 
nurses and social workers reported more difficulties with families and less with other agencies. 
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Some implications of this study offered by the authors are: 
1. The compatibility of process and documentation of different 
agencies must be carefully considered, as the idea of developing a 
single form that accommodates multiple agencies may be more 
reasonable for professionals. 
2. All service providers do not have equal training on the IFSP 
process to allow it to be more useful to them. Thus, more 
training and improved understanding will help reduce the 
“implementation lag” of family-centered programs into effective 
service delivery. 
3. Inservice training on other related aspects are also needed such as 
providing family-centered services in a multidisciplinary, 
interagency context; competency-based training; early 
intervention certification standards; and the use of 
paraprofessionals. 
The authors conclude that “surveying the service coordinators is an effective way of beginning 
to understand differences in perceptions of the IFSP process among programs serving young 
children and their families” (Farel, et al., 1997, p. 247). 
In their study, “The Family-Centeredness of Individualized Family Service Plans” 
McWilliam, Ferguson, Harbin, Porter, Munn and Vandiviere (1998) assess the validity of the 
IFSP Family-Centeredness Rating Scale on the family-centeredness of IFSPs, and they describe 
IFSPs from different types of agencies. The study included 100 IFSPs from four agency types: 
home-based early intervention; home-based service coordination; center-based segregated; and 
center-based inclusive. The study was based on four assumptions: 
1. The IFSP should be a document for the family as well as for 
professionals; 
2. The IFSP should reflect what the family wants; 
3. The IFSP should reflect recommended practices (anything less is 
unfair to families); and 
4. The IFSP should be functional (i.e., useful to families and service 
providers). (McWilliam, et al., 1998, p. 69) 
The IFSPs were rated on 21 items that were grouped into three groups: 
24 
Clarity - referred to writing, positiveness and specificity 
Cohesion - includes matching outcomes, family’s role, inclusion and lack of judgmentalism. 
Functionality - refers to necessity, context-appropriateness and active voice 
In addition, the four IFSP sections of family concerns, family needs, long-range outcomes and 
goal plan, were rated as being child-, family-, or professional-related. 
The results of this study illustrated the following: 
a) the IFSP Family-Centeredness Rating Scale is sensitive to 
differences between program types 
b) team integration as reflected in EFSPs, is greater in inclusive 
programs than in segregated programs 
c) IFSP cohesion as a whole is weakest in center-based segregated 
programs 
d) IFSP functionality is weakest in programs providing primarily 
service coordination 
e) IFSP goals and family concerns are predominately child-related. 
(McWilliam, et al., 1998, p. 74) 
The authors also offer that: “IFSPs that are truly written for the family should reflect cohesion 
and functionality, both of which are mostly related to child assessment and intervention. We 
therefore, postulate that for an IFSP to be family-centered, it should reflect recommended 
practices in child-level areas” (McWilliam, et al., 1998, p. 75). Furthermore, training in family- 
centered practices must include IFSP development, and IFSP development training must 
include the 12 characteristics that were grouped into clarity, cohesion and functionality. 
Local Interagency Coordinating Council (LICC) coordinators are responsible for the 
actual implementation of early intervention as mandated by the Individuals with Disabilities 
Education Act (IDEA) within their local communities. An exploration of the local 
implementation of early intervention is important as it offers an opportunity to understand the 
different factors which may be facilitating, or interfering with the implementation process. In 
25 
an attempt to address these issues, Garrett, Thorp, Behrmann and Denham (1998) conducted a 
study, “The Impact of Early Intervention Legislation: Local Perceptions” to explore “local 
LICC coordinators’ perceptions of the impact of early intervention legislation in their 
communities (Garrett, et al., 1998)” . 
This study used a qualitative methodology of in-depth interviews with LICC 
coordinators, observations, review of materials, and more interviews at two expanded data 
collection sites. The participants were 26 LICC coordinators from one state. The following 
three topics and sub-topics were explored in the interviews: 
L LICC: 
(i) locality characteristics 
(ii) description of council and council operation 
(iii) membership and membership roles 
(iv) decision-making process 
(v) use of Part H funds 
(vi) factors that assist with council operation, decisions and actions 
(vii) factors that interfere with council operations, decisions and 
actions 
2. Local Early Intervention System: 
(i) description of service system 
(ii) services that are unavailable or difficult to provide 
(iii) factors that facilitate service delivery 
(iv) factors that interfere with service delivery 
3. The Impact of Part H in the Locality 
(Garrett, et al., 1998, p. 185) 
The qualitative data was analyzed for pattern, themes and linkages that may exist in the data. 
The results were presented in two categories of legislation impact and vision versus reality. 
The most recognized benefit of the impact of legislation was the focus on family- 
centered services. Other benefits included awareness of early intervention services, additional 
funding for early intervention, improved developmental outcomes for children, and an increase 
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in community networking. The most common negative effect was the difficulties service 
providers experienced in negotiating the bureaucracies of collaborative service provision, and 
their concern that families may also have this issue. However, possibly due to the efforts of 
their service coordinators, families did not seem to have this issue. Other negative effects 
included an increase in the volume of paperwork; a reduction in services for “at risk” children 
as all funds went to Part H services; these services are no longer free so they create a financial 
burden to parents; and a negative effect on the operating budget as service providers were 
sometimes not reimbursed for council meetings, and service coordination efforts. The results 
of vision versus reality results indicate that the legislative vision of multidisciplinary, 
comprehensive, coordinated, interagency system of services has the greatest implementation 
lags in the following areas: 
(a) development of comprehensive services 
(b) interagency involvement 
(c) family-driven systems change 
Some possible explanations for these implementation lags are that not everyone is totally 
committed to the vision; there is a lack of needed resources, especially personnel, and the lack 
of sufficient knowledge and skill to facilitate implementation. 
The implications of the study are that much more research is needed on these topics 
and issues as collaborative, family-driven systems change is a relatively new concept. Thus, in 
a sense all LICC coordinators could be limited by a lack of information. 
In their article, McWilliam, Lang, Vandiviere, Angell, Collins and Underdown (1995) 
used a mixed-method approach of both quantitative and qualitative methods to evaluate early 
intervention services in North Carolina. The quantitative method involved 539 parents 
completing a 30-item questionnaire. Six families who had volunteered to be interviewed 
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participated in semi-structured qualitative interviews. Both the interview questions and the 
questionnaire concerned topics about child and family, services received, professionals 
treatment of families, inclusion, comprehensive services, payment for services and anything else 
that the parents wanted to mention. 
The results of this study indicated that “families were generally extremely pleased with 
the quality of the early intervention services they received” (McWilliam, et al., 1995, p. 53). 
Furthermore, it was revealed “that the source of much satisfaction was the personal support 
provided by individual professionals” (McWilliam, et al., 1995, p. 53). Most of the families in 
this study indicated satisfaction with “interagency collaboration, payment for services, the 
comprehensiveness of services, professional’s responsiveness to family concerns, choices they 
were offered (except for mainstreaming), and confidentiality” (McWilliam, et al., 1995, p.54). 
More than half the families noted an improvement in their early intervention services in 
comparison to when they first began receiving services. Although, most families indicated that 
they received high quality services, “finding out about, gaining access to and monitoring 
desired services was constant struggle for some families” (McWilliam, et al., 1995, p. 54). A 
common source of friction was the difference between what families considered to be best for 
their child, and the services available. Results also indicated that there is a need for more 
opportunities for inclusion and mainstreaming which was portrayed by the third of who were 
not receiving mainstreaming services. Service coordination services are only mandated for 
children up to three years of age, and thereafter problems were mentioned by families. This 
indicated “that the transition from Part H to section 619/Part B (public school) services were 
problematic” (McWilliam, et al., 1995, p. 56). 
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The priorities of families were their children, which led to a focus on the child. Since, 
family-centered services are intended to be responsive to a family’s priorities, a child-focused 
intervention may be family-centered, only provided that the professionals have made it clear to 
the family that a family-focus is an option. Another aspect that was clearly portrayed in this 
study was that there were not enough therapy services available for some families. This led to 
either the families or their insurance company paying for private services. One of the 
implications of this study is that a family-centered approach may be developmental, in that 
attention to families’ needs builds close relationships which leads to parents disclosing more of 
their needs thereby strengthening the close relationship and promoting a family-centered 
intervention. Another implication of this study is that therapy services may be presented to 
families “in context of a whole package of intervention and not as separate services. By 
viewing a speech-language pathologist’s functions, for example, as one component of 
intervention (which might also include child care, special education, and of course parenting) 
designed to address single or multiple child needs, the family might not be as convinced that 
more is better” (McWilliam, et al., 1995, p.57). This is important as many professionals in 
early intervention are able to play multiple roles and McWilliam, et al., note that no studies 
indicate that more intensive therapy leads to more positive child outcomes. An additional 
implication regarding services, is that professionals could offer parents a range of models of 
therapy to choose from: “individual pull-out, group pull-out, individual outside routine (in- 
class), group activity (in-class), individual within routine (in-class), and consultation” 
(McWilliam, et al., 1995, p. 58). 
In conclusion the authors state that the findings of this study do confirm and elaborate 
on studies done in other states, especially with respect to the following three statements: “early 
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intervention services are meeting most families expectations, states are still challenged to make 
services universally available and easy to coordinate, and policy and practice directives are 
needed to solve problems associated with the shortage of specialists relative to family 
expectations” (McWilliam, et al., 1995, p. 58). 
2.2 Family-Centered Approach: Issues & Perceptions 
As previously discussed in the first chapter, the role of the family is very important in 
early intervention, especially with regard to the development and implementation of the IFSP. 
Parents and family play a significant role in a young child’s life, which makes it both natural and 
practical that the family should be involved in the IFSP process. Thus, a goal of the IFSP 
process is to be family-centered in its approach and practice. Family-centeredness is not a 
common approach and it is fairly new to early intervention, which is advantageous but also 
leads to many different issues. 
Able-Boone and Frederick (1990) conducted a study, “An Informed\ Family- 
Centered Approach to Public Law 99-457: Parental Views” to assess parental impressions of 
infant and family services that is proposed in PL 99-457. The rationale for this study was that 
parents prefer sharing their own perceptions of services, rather than having professionals make 
assumptions about their needs. An additional rationale is that a backward mapping approach to 
policy implementation is most effective in making a policy work for consumers (parents). The 
backward mapping approach would begin by gaining parents’ views on the best 
implementation strategies. 
The three objectives of this study were to develop an: 
1. Awareness and appreciation of family service needs relative to the 
implementation of PL 99-457; 
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2. Awareness and appreciation of parents’ perspectives of family 
assessment, IFSP, and case management; and 
3. Greater understanding of focused interviews as a family 
assessment technique. (Able-Boone and Frederick, 1990, p. 101) 
This was a qualitative study that used ethnographic interviews with a combination of both 
open-ended and focused interviewing techniques. The subjects were 30 families (30 mothers 
and 28 fathers) from five communities in Colorado in different settings (rural, urban, and 
suburban). They were contacted through their early intervention program. 
The families were interviewed twice, with the second interview focusing on 
clarifications from the first interview and families were asked their opinion on the IFSP meeting 
their preferences. The data was transcribed, coded and analyzed according to the major 
themes that emerged. The results were divided into two categories; family life and family 
service needs, and concerns about PL 99-457, which arose from the interviews. On family life 
needs, parents shared the change their child with special needs brought to the family. They 
discussed issues of disrupted schedules, caretaking, and lack of time and attention for other 
children. The family service needs that were expressed concerned goals for their child; 
expectations of professionals and infant services; difficulty in accessing appropriate services; 
and recommendations for improvement. The interviews also indicated, "that family dynamics 
are different and that families' coping strategies vary according to the child's special needs and 
the family's situation" (Able-Boone and Frederick, 1990, p. 107). 
The results of families reactions to PL 99-457 were very interesting. Parents indicated 
that iffamily assessment was conducted with sensitivity, it could be helpful. Parents approved 
of family assessment because they felt the program will be able to help them better by knowing 
their financial resources; home observations would give the program staff an understanding of 
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other toys and children, and family assessment will allow staff to get to know the whole family. 
Some families did mention concern about intrusiveness. However, to ensure appropriate family 
assessment, families considered it important for staff to understand the families dynamics, 
values and priorities to be more effective. 
In a family-centered approach as described by Dunst, Johanson, Trivette and Hamby 
(1991) in their study, ((Family-Oriented Early Intervention Policies and Practices: Family- 
Centered or Not? ” 
Practices are consumer-driven; that is, families’ needs and desires 
determine all aspects of service delivery and resource provision. 
Professionals are seen as the agents and instruments of families, and 
intervene in ways that maximally promote family decision making, 
capabilities, and competencies. Intervention practices are almost 
entirely strength-and competency-based, and the provision of 
resources and supports aim primarily to strengthen a family’s capacity 
to build both informal and formal networks of resources to meet 
needs (p. 118). 
In their article Dunst, Johanson, Trivette and Hamby, (1991) set out to clarify the meaning of 
family-centeredness and to assess the extent of family-centeredness in family-oriented early 
intervention program policies and practices. This was a quantitative study that involved two 
different methods of data gathering and analysis. 
The first methodology used was a triangulated program parameters framework which 
specified three converging dimensions of family-oriented programs: principles, paradigms and 
practices. “According to this perspective, principles influence and define program paradigms, 
and both principles and paradigms influence programs” (Dunst, et al 1991, pi 16). They 
accomplished this study by analyzing seven pieces of Federal legislation, three of which are 
nonfamily-oriented (PL 94-142 Education of All Handicapped Children Act; PL 99-199 
Education of the Handicapped Act Amendments; PL 99-506 Rehabilitation Act Amendments), 
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and four which are family-oriented (PL 99-457 Education of the Handicapped Act 
Amendments, PL 100-146 Developmental Disabilities Assistance and Bill of Rights Act 
Amendments, PL 100-294 Child Abuse Prevention, Adoption and Family Services Act and PL 
100-485 Family Support Act); against six sets of family support principles (enhancing a sense 
of community; mobilizing resources and supports; shared responsibility and collaboration; 
protecting family integrity; strengthening family functioning; and proactive human service 
practices) using a 7-point rating. 
In the second data collection method, they conducted a survey amongst policy-makers 
and, practitioners and consumers from 25 states in three groups; of education (n =7), health (n 
= 8), and human services (n = 10). Each participant had to "indicate on a 5-point rating scale 
the extent to which they agreed or disagreed that each family support principle ... represented 
the official policy or position within their state" (Dunst, et al, 1991, p. 120). 
The results showed that the pieces of legislation analyzed were consistent with the 
intent of family support principles, but PL 99-457 and PL 100-146 were most family centered 
compared to the others. The survey results illustrate that, 
practitioners and consumers considered the state-level adoption of 
family support principles less family-centered compared to the state- 
level policymakers ... [who] almost uniformly indicated that they 
strongly agreed that nearly all the principles represented the official 
position in their states (Dunst, et al, 1991, p. 121). 
These results were interpreted by the authors to be an “implementation lag” as it takes 
time for “establishing the parameters of a family-centered program and translating promulgated 
belief and recommended practices into actual service-delivery efforts” (Dunst et al, 1991, p. 
123). The authors, therefore, concluded that although there is still a way to go to be more 
family-centered, the interest from practitioners is there, and that is inspiring. In addition, they 
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do suggest that further research needs to focus on “What can be done to promote further 
efforts to become more family centered in the early intervention field?” (Dunst, et al, 1991, p. 
125). 
Bailey, Buysse, Edmondson and Smith (1992) found similar results in their study, 
“Creating Family-Centered Sennces in Early Intervention: Perceptions of Professionals in 
Four States” on professionals’ perceptions of family involvement in their specific state. The 
subjects of this study were 180 professionals working in early intervention in four different 
states. They were from two southern states (A, n = 30 and B, n = 30), one mid-western state 
(C, n = 40) and one northeastern state (D, n = 80); and were predominately female (95%) and 
Caucasian (94%). The subjects had worked for an average of 9.5 years with young children 
with special needs, 75% were direct service providers/consultants like teachers or therapists, 
and 25% were program or agency administrators. 
The study was designed to answer three questions: 
1. What is the current status of a family-centered approach in infant 
intervention programs? 
2. Do professionals perceive a discrepancy between current and 
ideal practices in working with families? 
3. What do professionals perceive to be the barriers that make it 
difficult to achieve ideal levels of family involvement? (Bailey, 
et al, 1992, p. 299-300) 
Rating scales on a 10-point continuum were developed to assess dimensions of typical and 
ideal practices with reference to: 
(a) Parent participation in decisions about the child assessment 
process 
(b) parent involvement in child assessment, 
(c) parent participation in the team meeting and decision making, and 
(d) provision of family services. (Bailey, et al, 1992, p. 300) 
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On each of the dimensions participants were asked to first, draw a circle on each dimension to 
indicate the range within which their program functioned; and secondly, they had to write the 
number from within the already identified range that indicated how their program typically 
operated; third, they had to write the number that depicted how they felt families should ideally 
be involved; and fourth, if there was a discrepancy between the second and third step, they had 
to identify the barriers that inhibited ideal practices. 
Bailey et al. (1992) acknowledge three limitations of this study: 
(a) it is unknown how representative the professionals in the study 
are of all early intervention professionals within each state 
(b) the generalizability to other states is uncertain 
(c) the self-report nature of the data means that it only describes 
perceptions of practices, rather than documenting actual practices 
(p. 306). 
Despite these limitations, there were some consistent findings in this study. The results reveal 
that subjects felt that their programs typically reflected a moderate degree of family 
involvement, but their ideal ratings were to have a high degree of family involvement. There 
were significant differences between typical and ideal ratings for each dimension. The barriers 
that were identified as inhibiting ideal family involvement were family and system barriers (70% 
of the time) and lack of skills or knowledge by the professional (15 % of the time). These 
results were stable and consistent in all four states. Therefore Bailey et al. (1992), conclude 
that states will need to make substantial changes to fulfill the family-focused law PL 99-457 (p. 
307). The authors also acknowledge that this is a difficult change because it is a major change 
as most of the professionals are child development and disabilities experts, not family experts. 
This change also challenges the professional's position as decision-maker and finally most 
professionals work in child-based systems and not adult or family based systems. 
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The authors do make some recommendations to facilitate the necessary changes. In- 
service training needs to be part of a large systemic effort, which will help increase 
administrative support for the changes to being more family-centered. Training programs for 
parents to help them participate more effectively in a family-centered approach will help 
support the change. Professionals should examine their own philosophy and values of family 
competence and preferences to enable themselves to be more supportive of the family’s role. 
Professionals also need to view themselves as agents of change to facilitate the identified 
changes. 
In the article, “Sendees are Child-Oriented and Families like it that way - but why?” 
McWilliam, Tocci and Harbin (1995), attempt answering the rather prevalent issue of a 
continued child-oriented focus in IFSPs and early intervention. This is a significant issue as the 
mandates of PL. 99-457, especially Part H of the law, clearly stipulate that early intervention 
practices need to incorporate a family-centered approach. 
This study was comprised of 75 case studies from nine different communities, three 
each from Colorado, North Carolina and Pennsylvania. Three fourths of the participants were 
part of Part H (infant, toddler, family) services and one fourth were involved in Sec. 619 
(preschool) services. In-depth live interviews were the primary data source and other data 
collected included IFSPs, IEPs, questionnaires and documentation of services. The two key 
findings of this study are firstly that services are child-oriented and secondly, that parents 
expect a child focus. Possible explanations for these results stem from both the families and the 
professionals: 
Possible Family Explanations - the reason for receiving early 
intervention is the child’s disability or risk status; families’ boundaries 
are such that some things are their own business (i.e., they don’t 
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know the professional well enough to disclose other business); 
parents suppress their own need and focus on the family member with 
immediate and dramatic needs. 
Possible Professional Explanations Given by Parents - 
professionals overtly or covertly set and sometimes keep the agenda 
on the child... 
Other Professional-Centered Explanations - 
(a) professionals feel they do not have enough time to spend on 
family-level assessment and intervention; 
(b) some professionals might be overwhelmed at the expanded role 
inherent with a holistic, family empowerment approach; or 
(c) many professionals might have a limited understanding of family- 
centered approaches, focusing on eliciting and respecting families’ 
child-level priorities but not on promoting families’ capacities for 
independence, eliciting their family needs, or anticipating their 
unspoken concerns. (McWilliam, et al., 1995, p. 2-3) 
These results led to the authors hypothesizing a model that explains the child focus in 
early intervention. The model illustrates that the focus is the result of both the family’s 
priorities, and the professional’s focus which influence each other and results in maintaining a 
child-oriented focus. When a family has a child focus, this will be encouraged by the 
professional, especially if it is the approach that the professional is most familiar with. 
Similarly, when professionals begin interactions with child assessments and interventions, they 
will encourage this focus in families. This is reinforced by the professionals’ background and 
training which for most special educators and specialized therapists is child focused. According 
to the authors, these results do not mean that the legislative intent and the importance of 
family-centered practices are false; but rather that the families’ satisfaction with a child-focus is 
the perspective of an uninformed consumer. This is because families may not be familiar with a 
family-centered approach and the benefits it may offer them as professionals themselves may 
not understand it or embrace it enough to be able to articulate it well to families. 
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Therefore, the validity of the legislative intent and recommended 
practices hinges on, first, enough service providers understanding the 
full concept of the family-centered approach and, second, families 
having enough exposure to this approach as informed consumers. 
(McWilliam, et al., 1995, p. 5) 
Mahoney and Filer (1996) assessed the type and scope of services provided to families 
in early intervention programs, and the responsiveness of early intervention to families’ 
concerns, priorities and needs in their article, “How Responsive is Early Inter\>ention to the 
Priorities and Needs of Families?” The purpose was to find out if the families were receiving 
services that they needed based on need, or other factors such as the locality where the family 
lives. The sample was comprised of 357 mothers from 63 different programs in 5 different 
southeastern states. This study was conducted by a questionnaire that consisted of 145 
questions and took 30-45 minutes to complete. 
The results of this study indicated the following: 
1. Early intervention programs provided significantly higher levels 
of family services related to child information, family instructional 
activities, and systems engagement as compared to 
personal/family and resource assistance 
2. services were rated more favorably in home based programs and 
center-based programs with home-based components than in 
programs with only center-based services 
3. the services families reported receiving were positively correlated 
with their ratings of the desirability of services 
4. families’ needs for services were significantly higher than the level 
of services they reported currently receiving 
5. the types of services families received depended in part on the 
location in which they resided ... 
6. [although] no significant relationships were found between 
characteristics of children and the types of services families 
received ... the pattern of relationships between family 
characteristics and family services suggested that families with 
optimal patterns of family functioning were more likely to receive 
services than were families with indicators of risk or dysfunction 
(Mahoney & Filer, 1996, p. 437) 
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Some of the implications of these results as presented by the authors are that services are 
influenced more by program access to parents and a specific state’s resources and policies, than 
the parents’ needs. Also the “family-needs-driven” approach to early intervention services may 
be problematic. Needs are often referred to as parents’ lack of information, resources or 
support that are necessary to raise children and address their developmental concerns. 
However, in practice parents are asked what type of services they would like to receive and not 
what their childrearing needs are. Therefore, service providers need to offer a range of 
opportunities to answer this question in different ways that would allow for more appropriate 
answers specific to needs. Furthermore, the authors do recommend that a family-needs-driven 
model must provide more creative user-friendly opportunities for parents to negotiate the 
system of accessing services and accommodating needs. This is because the families who 
reported receiving the greatest level of services had the time, resources and personal skills to 
effectively negotiate the system whereas the parents with the most need did not. 
In this study, “Pathways to Family Empowerment: Effects of Family-Centered 
Delivery of Early Intervention Services” Thompson, Lobb, Elling, Herman, Jurkiewicz, and 
Hulleza (1997) explore how early intervention service delivery impacts families’ perceptions of 
empowerment. Empowerment refers to “a constellation of processes and activities that involve 
people in determining their own futures and, possibly, the future of their communities” 
(Thompson, et al., 1997, p. 100). This study was conducted in the state of Michigan’s Early 
On (Part H of IDEA) programs with 270 parents of children participating in the program. The 
parents were required to complete a questionnaire that had incorporated parts of the Family 
Empowerment Scale (FES), Family Implementation Scale (FIS), the Family Social Support 
Scale and the Questionnaire on Resources and Stress. 
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The results of this study was a model that indicated influence of family centeredness, 
social support and stress on empowerment. 
The first path relates implementation of Early On elements as 
perceived by families, to family-centered practice and, thence, to 
empowerment. The second path is less direct. Along this path, 
implementation is related to family centeredness, which is, in turn, 
related to the degree of support a family gets. That is, the elements of 
Part H, probably through the service coordinator, engage or help 
families to engage others in their immediate family, extended family, 
and community in supporting their needs. This support, in turn, 
facilitates the families’ ability to cope with the challenges they face. 
Hence, family stress is lower. Stress is, in turn, negatively related to 
empowerment. (Thompson, et al., 1997, p. 108) 
These results present two issues for consideration. The first is that there is variation in 
implementation of family-centeredness despite legal mandates for full implementation. The 
second is that the informal and community-based support systems for families was not 
identified nor intended by Part H (now Part C as per 1997 revisions of IDEA) to be a major 
effect of Part H, but they are according to this model. The implications of this study for service 
providers are to conduct their IFSP meetings in a timely comprehensive manner (family 
centeredness) and to help families identify and engage in latent supports in their communities. 
Thereby, empowerment and the involvement of a larger community system may allow “for the 
translation of empowerment into action that results in societal change” (Thompson, et al., 
1997, p. 111). 
Bailey, McWilliam, Darkes, Hebbeler, Simeonsson, Spiker and Wagner (1998) 
maintain that most research about the relationship between early intervention programs and 
the families whom they serve has been about the rationale and processes of this relationship. 
They present this view in their article, "Family Outcomes in Early Intervention: A 
Framework for Program Evaluation and Efficacy Research”. Less research has considered 
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the outcomes expected after working with families. Thus, Bailey et al (1998) proposed a 
framework to assess the extent to which early intervention has accomplished family centered 
goals. This framework is comprised of two topics. Family Perceptions of the Early 
Intervention Experience and Impact on the Family, and each of them has several sub¬ 
questions. 
Family Perceptions of the Early Intervention Experience: 
1. Does the family see early intervention as appropriate in making a 
difference in their child’s life? 
2. Does the family see early intervention as appropriate in making a 
difference in their family’s life? 
3. Does the family have a positive view of professionals and the 
special service system? 
Impact on the Family: 
1. Did early intervention enable the family to help their child grow, 
learn, and develop? 
2. Did early intervention enhance the family’s perceived ability to 
work with professionals and advocate for services? 
3. Did early intervention assist the family in building a strong 
support system? 
4. Did early intervention help enhance an optimistic view of the 
future? 
5. Did early intervention enhance the family’s perceived quality of 
life? (Bailey et al., 1998) 
The development of this framework was based upon much research studies that addressed the 
effectiveness of family-centered early intervention. The authors offer that although it may not 
be reasonable for families to have benefits in all the areas of the framework; “if none or only a 
few of these outcomes are achieved or if they are achieved with only a selected subset of 
families served, then fundamental and illogical discrepancies exist between philosophy, practice, 
and outcomes” (Bailey et al., 1998, p. 324). 
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In a related study, “Family-Centered Services: Sendee Provider’s Discourse and 
Behavior”, McWilliam, Tocci and Harbin, (1998) examined six service providers’ meanings of 
family-centered practice. The six service providers were chosen by the researchers from a pool 
of 43 early intervention or preschool professionals as they most closely reflected the practices 
and philosophy represented in the literature as family centered i.e. supportive, encouraged 
family decision making, and believed in enhancing family members’ capacities. The authors 
interviewed both the service providers and one of the families they serviced. 
The results revealed five themes related to interaction with families and two themes 
related to knowledge of children and communities: 
Theme 1. Family Orientation: Opening the door - willingness to 
service the whole family, not just the child; used sensitivity and good 
rapport to develop trust; lack of distance between professionals and 
clients. 
Theme 2. Positiveness: Thinking the best of families - non- 
judgmental; unconditional positive regard; optimistic view of 
children’s development and enthusiasm for working with families. 
Theme 3. Sensitivity: In the Parents’ Shoes - understood families 
concerns, needs and priorities. 
Theme 4. Responsiveness: Doing Whatewr Needs to be Done - 
attending to parents’ concerns; paying attention and taking action to 
parents’ needs; individualized and flexible approach. 
Theme 5. Friendliness: Treating Parents as Friends - although it 
violates long-established concepts of professional objectivity and 
boundaries between professionals and clients ... one of the benefits 
.. .is that the providers can afford to be straightforward without the 
parents’ becoming offended. 
Theme 6. Child and Community Skills - included child-level skills 
and community integration; knowledge about child development and 
disabilities and methods for teaching and interacting with them. 
Community skills included - recognizing the effects of the community 
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economics on the family; critically appraising their own communities 
and knowing their communities well (McWilliam, et al., 1998). 
The authors offer two considerations to be acknowledged with regards to these themes. They 
do not occur in isolation and they do not represent the universe of family-centered practices. 
These service providers were family-centered in a way that incorporated both family and child 
orientations, and not an either/or option. The families perceived these service providers as 
being there for them, as well as their child, without any feeling of the service providers being 
intrusive. The families serviced by child-oriented providers believe that family needs are not the 
business of the early interventionist, which could cause some service providers to become 
child-oriented, as they do not want to be intrusive. McWilliam et al., (1998) note; 
This logic, however, is flawed because families served by child- 
oriented professionals have been conditioned, albeit unintentionally, 
to think that the child’s development and health are the sole focus. 
The present study shows that, when professionals present themselves 
as nonjudgmental, amicably curious friends of the parents, the family 
will extend its boundaries and perceive the early interventionists’ 
interest as appropriate and supportive rather than inappropriate and 
intrusive. The families’ perceptions of intrusiveness are based on a 
violation of expectations” (McWilliam et al., 1998, p. 218). 
The implications of this study, according to the authors, are that innovative approaches 
to early intervention staff development are needed because family-centeredness involves both a 
philosophy and behavior. Furthermore, family-centered practices require sensitivity to parents’ 
needs and reactions; which is difficult to teach in a lecture-style format. Thus, simulations and 
role-plays of different scenarios may be more appropriate for training. The implications for 
practice are that program directors need to emphasize family orientation, friendliness, 
sensitivity and positivity in job requirements. Practitioners should also use their child and 
community skills to support family-centeredness. 
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2.3 Cultural & Socio-Demographic Considerations 
The current and increasingly diverse demographics of the United States provide 
reason for early interventionists to seriously consider the impact of culture and language 
on programs. Culture is integral to each individual, family, community and society. 
Culture plays a key role in defining who we are, our preferences, our worldview, and the 
way we behave and interact with our environment. The cultural differences of children 
with disabilities or at risk, and their families are compounded by their specific cultural 
identities. Other socio-demographic factors such as socioeconomic status (SES) and level 
of education also have a compounding effect on families of children with disabilities or at- 
risk. This effect is because these factors influence where one lives, medical insurance 
issues, and poverty issues. These factors define our experiences and the types of 
opportunities available to us. Therefore, both culture and socio-demographic issues must 
play a key role in considering the approach, services and interactions with families at all 
times. 
Hanson, Lynch & Wayman (1990) present some of the issues that need to be 
considered and overcome in working with culturally diverse families in their article, “Honoring 
the Cultural Diversity of Families When Gathering Data. ” Since most early intervention 
programs are home based, both families and interventionists are exposed close-up to different 
views and lifestyles that they may not otherwise experience. These differences are likely to 
emerge around issues such as, views on children and childrearing, of disability and its 
causation, of change and intervention; of medicine and healing, of family and family roles, and 
language and communication styles. 
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In consideration of all the above mentioned cultural and ethnic differences that 
interventionists are likely to experience, it is important that they do not impose their own values 
on others, and that they plan a program that will be acceptable to the family's culture and 
beliefs. Thus, a program’s effectiveness can depend on the service provider’s ethnic 
competence and behavioral changes. Ethnic competence refers to someone who is congruent 
with the behavior and expectations of the members of a specific culture (Hanson et al., 1990, p. 
126). To become, ethnically congruent the service provider must be involved in the following 
four tasks: 
1. Values Clarification - clarify their own individual values and 
assumptions like personal development, family relationships and 
the relationship between the family and community 
2. Ethnographic Information - they must gather and analyze 
ethnographic information on the cultural community within which 
the family lives. 
3. Transcultural Identification - they must determine the degree to 
which the family operates transculturally, meaning within the 
larger societal context. 
4. Family Considerations - they must learn as much as possible 
about the families they are serving. (Hanson et al, 1990, p. 125- 
128) 
The goal is to develop an awareness of the different customs and practices, and to examine 
how one’s own cultural values affect one’s work and interaction with different families. 
Hanson et al. addressed some very pertinent issues with regards to cultural diversity as 
mentioned above. It must also remain clear to the practitioner that there will always be 
variability within a specific cultural group. This is because, for example, not all Asian- 
Americans are from the same part of Asia, and there will always be characteristics specific to a 
particular family and or individual. It is important to keep this in mind as it will be equally 
offensive to families to have a particular aspect generalized to them that they may not identify 
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with it or even disagree with it. Thus, sensitivity and caution are paramount and must be 
addressed by rather asking questions sincerely than making any assumptions. 
In their article, “The Impact of Culture and Socioeconomic Status on Family- 
Professional Collaboration: Challenges and Solutions”, DeGangi, Poisson, Stein and 
Wietlisbach (1994) “describe professionals’ perceptions of the effects of cultural diversity and 
SES on family-professional collaboration” (p. 505). Due to the mandates of IDEA (PL 99- 
457), parents and professionals are required to work in partnership with each other. Since this 
is a new partnership, both parents and professionals are often confronted with each others 
differing priorities for services. These differences are compounded when they are also from 
different cultural and socioeconomic (SES) backgrounds. 
In this study 26 professionals self-selected to participate in this qualitative study that 
involved an interview. The interview questions concerned: 
professional characteristics, how their discipline and values and 
experience with the EFSP influenced the IFSP process 
the IFSP process, how was parent’s decision making promoted ; 
how were family’s concerns addressed, and how were family’s 
culture and SES perceived to affect the IFSP process 
family-professional collaboration, effective problem solving 
strategies. 
The data were analyzed according to categories that emerged from the responses in the 
interviews. 
Results on the impact of culture indicated that professionals spend more time 
explaining the process to families from a different culture than their own, and that they spend 
more time trying to understand the families’ culture, traditions and values. On the impact of 
SES professionals mentioned that these families tended to be more concerned with daily 
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survival basic needs; they defer more to professionals to make decisions; and they show more 
mistrust in sharing information with professionals. The challenges of the ISFP process were 
related to complicated family structures; conflict between family and professionals about the 
nature of the child’s disability and beliefs about early interventions; difficult personality traits of 
family members, and miscommunication due to bilingual or multilingual families. 
DeGangi et al. (1994) added that although professionals gathered information about 
the families’ different cultural values, few of them incorporated these values into the IFSP. 
They also indicated that there were more biases toward families from low SES, as they also 
failed to recognize “that families with low SES struggle with basic survival needs that affect 
their capacity to focus on their child’s needs” (p. 516). The authors suggest that, “rather than 
emphasizing the need to introduce change in helping the child, perhaps early interventionists 
should focus on providing trust, predictability, and nonjudgmental support” (p.516). They also 
offer that professionals need to help families access the resources that they need, and that they 
need to do a self-assessment to understand their own attitudes and beliefs about culture and 
SES. 
An important implication of this study is that: 
Further research is needed to determine how attitudes about culture 
and SES affect strategies used by professionals. Because years of 
experience was a variable that strongly affected perception of culture 
and SES as part of the IFSP process, it is important to assess whether 
professionals with less experience are able to consider the complexity 
of the family-professional collaborative process as they learn 
components of their own discipline (DeGangi et al., 1994, p. 518). 
Due to the great diversity of families who have children with special needs, the information 
offered in this article is indeed beneficial. This information will help facilitate the improvement 
of services to all families. 
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The research reported in a related paper, “Differences in Family Participation in 
Early Intervention Services ” by Upshur (1994) is part of the Early Intervention Collaborative 
Study (EICS) and was presented at the American Association on Mental Retardation Annual 
Meeting on June 5, 1994. The EICS is a longitudinal study of early intervention services in 
Massachusetts and New Hampshire with a group of 190 families who entered 29 publicly 
funded programs. This report discusses the types of early intervention and other services these 
children and families received through the age of three, although this study did continue till the 
children were ten years old. 
The purpose of this presentation was to explore two questions: 
1. How does participation in early intervention services vary by child 
and family characteristics? 
2. How does use of other services vary by child and family 
characteristics? (Upshur, 1994, p. 3-4) 
Data on the 190 children and their families were collected on a monthly basis from early 
intervention programs from the date of entry till discharge from early intervention (El). 
Throughout, this time information was also collected from families on the types of support they 
receive outside of El. 
The results of this study revealed no service variations based on child characteristics of 
gender, only child, and prematurity. However, the total service hours and receipt of other El 
services were highly associated to the child’s developmental level at entry to El and diagnosis. 
Service variations according to family characteristics indicated 
that lower income, less well educated, single mothers received less 
services. The one exception is with mothers’ health status. Mothers 
who indicated their health status as poorer at the end of El services 
had received more home visits than other mothers, but not more total 
services ... mothers who reported more stress in the family, in their 
parenting roles, and with their child with a disability, ... [and] who had 
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poorer child teaching skills also had not been receiving more 
services... (Upshur, 1994, p. 5-6) 
The data also revealed that mothers with more social support and helpfulness of social support 
received more El sendees. Data on other services indicated that families with lower incomes, 
mothers with lower levels of education, and unmarried mothers or those in poor health mothers 
received more child support services (medicaid, case management, counseling and financial 
assistance). Lower income, unmarried mothers also had their children less often in preschool 
special education programs. Furthermore, “in contrast to formal El services, families who 
reported more stress in the three different ways it was measured, received more family support 
services and more total outside early intervention services (Upshur, 1994).” 
These results suggest that more advantaged families are easier to serve and receive 
more services. Early intervention services need to accommodate and more effectively reach 
out to disadvantaged families. Families seem to depend more on other systems and not El for 
support which indicates that El needs to work harder at achieving the family focus that is 
recognized as important and stipulated in PL 99-457, IDEA. Upshur’s (1994) explanation for 
the difficulty of El being more family-centered has to do with the traditional medical model of 
training of most El staff and that funding mechanisms do not recognize or allow for less formal 
services. 
According to the author two important implications of this study are that: 
1. El is associated with increases in the size of mothers’ social 
networks and their reports of helpfulness of such networks. 
2. The family orientation of PL 99 457 didn’t seem to be trickling 
down to the program level as family risk factors were associated 
with the receipt of less instead of more services. 
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Kochanek and Buka (1995) investigated the influence of child and family socio¬ 
demographic variables on the service utilization of infants with disabilities and their families in 
their study, “Socio-demographic Influences on Sendees used by Infants with Disabilities 
and their Families. ” The 157 infants and toddlers were from three different states. The 
service data for one week per month over a four-month period was examined. 
Of the 157 subjects, 149 had some form of scheduled service for the 4 weeks 
examined. About 72% of the scheduled services were provided and 5% was not provided due 
to families who were unable or chose not to use the specific service. A median amount of 1.8 
hours of services were scheduled per week per child and 1.3 hours were used. Families with 
toddlers, insurance, higher maternal annual income and higher levels of education were more 
likely to receive a higher volume of services. Infants are mostly served in home or center based 
programs, whereas toddlers are mostly served in center or community based programs. Also, 
mothers with higher incomes and levels of education were served more in integrated settings 
and received more therapeutic services like physical therapy. 
This study clearly indicates that family socio-demographic characteristics influence 
service use patterns. As already discussed, the pattern is similar to that presented by Upshur 
(1994) where mothers with more resources available to them receive more services and the 
mothers with more at-risk factors receive less services. 
2.4 Parent-Professional Relationships 
The relationship between parents and professionals in early intervention is very 
important, as it will influence the type of experience they share together. Both the parents and 
professionals are committed to helping the child with special needs and that is central in this 
relationship. Helping the child and family will occur best when the parents and professionals 
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have a good relationship. Parents need to be familiar and comfortable with their service 
providers to allow them to share their needs, thoughts and fears, which will in turn facilitate the 
appropriate services being provided. Professionals need to be friendly, warm, knowledgeable 
and skilled to facilitate an open, shared, and well-informed relationship with the parents. 
Healy, Keese and Smith (1989) present some perceptions that an interventionist should 
keep in mind. Although the professional may see many children with disabilities, the family is 
only focused on one child. Consequently, what is viewed as routine for the professional is 
novel and of vital concern to the parents. These altering perspectives result in different 
perceptions and expectations, which must be considered carefully by the professional for each 
family individually. Most professionals also have their favorite treatments and approaches, 
although they may not always be best for the children and families that they serve. 
Socioeconomic differences may also impede program effectiveness if the program is not 
catered to the family's available resources. Hanson and Lynch (1989) present strategies for 
working with all the above mentioned concerns to facilitate working with families: 
1. View parents as parents, not just as parents of a child who is 
disabled. 
2. Be sensitive to and respectful of the different styles, cultural 
backgrounds, needs, and concerns posed by families. 
3. Provide families the opportunities to become involved in all 
aspects of the intervention program. 
4. Keep in mind that the family is an interacting system. 
5. Be flexible to accommodate the diverse and changing needs of 
families. 
6. Be aware and respectful of parents needs when setting program 
expectations. 
7. Help parents to feel competent in their parenting role. 
8. Provide an open forum for communication. (Hanson and Lynch 
1989, p.258-260, 1989) 
Paget (1991) highlights some issues that professionals must consider for optimal 
effectiveness in working with families in his article, “Early Inten’ention and Treatment 
Acceptability: Multiple Perspectives for Improving Sendee Delivery in Home Settings. ” 
An effective parent-professional collaboration suggests that, “equality between parents and 
professionals is optimum in decision making, along with an explicit respect from professionals 
toward parental input, even when differences exist” (Paget, 1991, p. 3). This type of 
relationship would ensure a reciprocal information flow and respect for those who influence a 
young child's development. Advocates of this approach believe that if a family is involved, they 
will feel responsible for the decisions made on intervention and will accept them and monitor 
them effectively. 
The principles of psychological reactance and attribution theory are considered by 
social psychologists to be of significance in understanding this behavior. “Psychological 
reactance, a phenomenon that occurs when people feel that their freedom of choice is under 
attack and that their sense of being consistent with past behaviors and values is threatened.” 
(Brehm & Brehm, 198 las cited by Paget, 1991, p. 5). This behavior is likely to increase if a 
parent who values self-reliance and autonomy perceives a recommended intervention as 
arbitrary or unreasonable. Attribution theory maintains that families who feel responsible for a 
child's disability feel shame and will avoid outside help, and conversely, a family who attributes 
success and failure of a program externally to a professional will feel less personal responsibility 
and self-efficacious. Thus, it is important to keep families well informed of a disability and 
motivate them to participate in intervention. 
Effective collaboration also requires the professional to demonstrate an awareness of 
developmental (life span) psychology as “parents of young children operate within their own 
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adult developmental framework” (Paget, 1991, p.4). This life span approach is very important 
to consider when completing assessments of the needs of the adult family members. Paget also 
provides an anthropological perspective by stating that, “the specific beliefs held by parents 
influence the development of children within a family. ... The influence that such belief systems 
have on family life-styles, attitudes toward children, and interactions with professionals cannot 
be overemphasized” (Paget, 1991, p.6). 
Implementing effective home-based early intervention is dependent on a system-level 
orientation, which encourages professionals to have an awareness of systems psychology and 
family systems theory. Recognition of this need results in: 
1. expansion of target relationships beyond the mother-child dyad to 
include all possible relationships in the family system; 
2. greater attention to characteristics of the existing ecology for use 
as intervention alternatives; 
3. potential reverberations or side effects of an intervention on the 
family system; 
4. the possibility that aspects of the system may coexist to maintain a 
problem behavior in order to avoid disrupting an existing 
homeostasis. (Barnett & Carey, in press; Dubey & Kaufman, 
1982; Griest & Forehand, 1982; Martens & Witt, 1988; as cited 
in Paget, 1991, p.7) 
An intervention plan must be closely monitored with systems set up for feedback to guard 
against some of these possible negative effects. High research standards and ethics like 
informed consent and the right to withdraw at any time are significant features that Paget 
believes should be part of early intervention. It is also recommended that success be 
measured according to progress of the child, the family's ability to conduct the program, 
the adaptability of program in family life, and the family's willingness to conduct another 
program or continue. The issues presented in this article promote the family being treated 
53 
with flexibility to allow for their individuality, which in turn motivates them, and increases 
program effectiveness. 
In the study, “Parent-Professional Relationships in Early Intervention: A 
Qualitative Investigation ” Minke and Scott (1995) conduct a naturalistic study that 
describes IFSP development in three early intervention programs. This was conducted in 
response to the transition that many early intervention programs are experiencing as they 
employ more family-centered practices. Family-centered approaches emphasize collaboration 
with parents and not just professionals making all the decisions. 
The results indicate that both parents and staff emphasized the importance and benefits 
of building personal relationships with each other. Parents emphasized the emotional support 
and encouragement that they received which made a big impact on them. Over time, as 
relationships matured, staff noticed easier joint problem solving, more acceptance of program 
limitations, and parents’ willingness to try new behaviors. The staff did present their concerns 
as to whether all parents were skilled enough to participate fully in the process. Due to these 
concerns, staff found it difficult to support parental decision making. Based on the experiences 
of parents and staff, the authors developed a model of relationship quality and family control in 
the IFSP process. This model can be used to help identify problems and patterns in-group 
dynamics in IFSP process, and it will be able to indicate where change is needed. This model 
may also be beneficial in promoting empowerment in families. 
Trivette, Dunst, Boyd and Hamby (1996) report the findings from two studies that 
investigated the “sources of variations in parents’ assessments of helpgiving practices and 
personal control appraisals” (Trivette, et al., 1996, p. 237). These studies, “Family- 
Oriented Program Models, Helpgiving Practices, & Parental Control Appraisals ” were 
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conducted in 14 programs (early intervention/family support programs, public health 
programs, and public social service agencies) in Western North Carolina and 16 programs 
(early intervention and preschool programs) in Western Pennsylvania. 
There were three different program philosophies that guided these different programs 
within each of these two states: 
North Carolina - family-centered programs gave parents decision-making 
powers in all aspects of their and their child’s program 
family-allied programs allowed parents to follow 
professionals’ ideas by using direct guidance strategies 
professionally-centered programs viewed the professional 
as the expert with little or no decision powers given to the 
parents 
Pennsylvania - family-focused programs offered parents a variety of 
services that they could choose to participate in as part of 
their program 
family-allied programs emphasized the role of parents as 
teacher following the professionals’ ideas 
professionally-centered programs had staff directly 
implementing educational and therapeutic interventions 
There were a total of280 parent participants of children with disabilities or at-risk 
between the ages of birth to five years old in both these studies. Each of the participants 
completed the following procedures: 
Helpgiving Practices Scale: has 25 items that measures helpgiving attitudes, 
beliefs and behaviors 
Personal Control Scale: is a single-item scale that measures the extent to which parents 
are able to procure needed resources, supports and services 
from their helpgiver 
Frequency of Contact: parents had to estimate the number of contacts they had with 
their helpgiver per month in the past six months 
Background Information: this information sheet covered socio-demographic factors like 
parent age, marital status, level of education and 
socioeconomic status 
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The data analysis revealed that, 
Helpgivers from more family-centered programs who had more 
frequent contact with the participants resulted in a more positive 
assessment of helpgiving practices. ... 
Participation in family-centered programs in which parents had 
frequent contact with a target helpgiver using empowering helpgiving 
practices resulted in a greater indication of personal control. (Trivette, 
et al., 1996, p. 243) 
These results indicate that the differences in program models and not parent or family 
characteristics were the sources of variation in parents’ assessments of their service providers’ 
helpgiving practices. Furthermore, a combination of both program characteristics, and 
helpgiving practices were almost entirely attributed to the differences in parents’ personal 
control appraisals. These findings are convincing as the findings from both studies replicated 
each other in an almost identical manner. Supplemental research was conducted to assess the 
role of the child’s developmental status (DQ) and the child’s diagnosis on both helpgiving 
practices and personal control. The results of the supplemental study indicated that neither the 
child’s DQ nor diagnosis were related to parents’ assessment of helpgiving practices, and only 
DQ was minimally related to parents’ personal control appraisals. 
Thus, the available evidence from these studies and the review of research on these 
issues offered by Trivette et al., reveals that: 
.. .the differences in parents’ assessments of helpgiving practices and 
their indicated control over obtaining needed program supports and 
resources is accounted for by variations in how programs are 
constituted and how personnel practice their crafts. Whereas, child, 
parent, and family characteristics may influence the focus of program 
practices, it is program and staff differences that account for the 
degree to which program models and practices show a presumption 
toward family centeredness. (Trivette, et al., 1996, p. 245) 
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Therefore, these results suggest that the promotion and adoption of family-centered policies 
and practices requires major changes in how programs are organized and operated as well as in 
how practitioners envision their roles and responsibilities with parents and children. 
In this study, “Parental Perceptions of Helpgiving Practices & Control 
Appraisals in Early Intervention Programs” Judge (1997) examined two issues: 
(a) factors associated with parents’ assessment of help-giving 
practices of early intervention program personnel and 
(b) the extent to which child, parent, and family background 
characteristics, program characteristics, and help-giving practices 
were associated with parental appraisal of personal control and 
self-efficacy over needed services, resources, and supports. 
(Judge, 1997, p. 457) 
This study was designed to replicate and extend previous work, like the study conducted by 
Trivette et al., (1996) previously discussed. However, the difference was that instead of 
assessing the influence of program paradigm models; program types (home based vs. center 
based; birth to age 3 vs. preschool) levels of influence on helpgiving practices and parental 
control appraisals were assessed. 
A total of 69 parents of children between the ages of birth and five years old with 
disabilities or at risk, participated in this study. These participants were involved in one of eight 
different kinds of early intervention programs in eastern Tennessee. The programs were one of 
two program types subsets of; service location (home or center based) or service group (birth 
to 3 or 3 to 6 year olds). These programs represent a diverse range of early intervention 
programs, public school preschool programs and rehabilitative therapy programs. As part of 
the procedures, all participants had to complete the Helpgiving Practices Scale, the Personal 
Appraisal Scale, and the Early Intervention Control Scale. A background information sheet 
was also completed to gather socio-demographic information on the participants. Frequency 
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of contact information on the number of contacts per month between the service provider and 
participants for the past six months were also collected. Data analysis was conducted by 
hierarchical multiple regression analysis by sets. 
The results indicated that parent, family, and program characteristics were not related 
to help-giving practices. Child’s age but not disability, were found to account for a small 
amount of variance in helpgiver practices. Service location and service group were also found 
to be associated with helpgiver practices as home based services and services for children ages 
birth to 3 tended to use more effective helpgiving practices. Furthermore, the helpgiving 
practices of service providers who had more contact with the participants received a more 
positive assessment of helpgiving practices. Results on the personal control appraisals 
indicated that a significant amount of variance is accounted for by both, helpgiving practices, 
and frequency of contact with participants. However, parent characteristics, family 
demographics, and child characteristics were not related to personal control. Parents who had 
frequent contact with their helpgiver who used empowering and participatory helpgiving 
strategies allowed parents to be more actively involved in decision making. These factors led 
to parents having an increased degree of control and involvement over their resources and 
services. Parents’ sense of control was also enhanced when they received services in home 
based or birth to 3-year-old programs. This indicates that parents’, sense of self-control is 
influenced by the setting, as the setting may be influencing the behaviors, reactions and 
interactions of both the helpgiver and the parent. 
Overall the findings of this study replicated results from similar studies that 
demonstrated a powerful association between program staff practices and parents sense of their 
own self-efficacy and personal control. These findings suggest that for professionals to have a 
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positive effect on families, they need to use helpgiving practices that will involve families 
actively in understanding their child’s needs, being competent to meet those needs, and feel 
competent over the outcomes. Judge (1997) offers three implications of this study: 
1. .. .that helpgivers should place families in pivotal decision-making 
roles in all aspects of [services as this] ... fosters their sense of 
control and provides a basis for partnership in parent-professional 
relationships. 
2. ... that helpgivers should provide complete, meaningful 
information so that families can make informed decisions. 
3. ... helpgiving that results in families’ attributing change to their 
own actions appears to increase the likelihood that helpgiving 
relationships will be beneficial. (Judge, 1997, p. 473) 
The study, “Family & Professionals Perspectives on Early Intervention: An Exploration 
using Focus Groups” conducted by Wesley, Buysse and Tyndall (1997) explored both parent 
and professional experiences and perspectives on early intervention and inclusion. This study 
involved a series of focus groups with 13 parents of children (birth through 5 years old) with 
disabilities, and 32 professionals. These professionals were representative of the related human 
service programs like child care, early intervention, social services, public health, mental health 
and public schools. 
Two focus groups (parents and professionals separately) were held in each of the three 
regions of North Carolina (eastern, western and central) to make a total of six focus groups. 
These focus groups addressed 5 topics: 
(a) participants’ awareness of early intervention services 
(b) their perceptions of barriers and supports to inclusion 
(c) their notions of service coordination 
(d) their experiences with a statewide initiative to improve early 
childhood services for all children 
(e) their views of what an ideal system of early intervention would 
look like (Wesley, et al., 1997, p. 435) 
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The results did not reveal any regional or within-group differences in participants responses. 
However, four overarching themes of similarities and differences between parents’ and 
professionals’ responses were revealed. The first theme refers to program description, where 
the professionals’ ability to describe the existing early intervention system in detail was 
impressive, but the parents were unable to do this. Furthermore, parents did not see their 
services as being part of a coordinated system, and they were unaware of a statewide initiative 
to improve early childhood services for all children. However, both parents and professionals 
could not see the potential of the initiative having an impact on increasing high-quality 
placements for children with special needs. 
The second theme refers to parents’ need for more information on everything related to 
the service delivery system. The third theme portrayed both parents and professionals as 
agreeing on obstacles that prevent full access to inclusive early childhood settings, but 
professionals identified more barriers than parents. The fourth theme was that unlike the 
professionals, the parents were able to offer numerous ideas for an ideal early intervention 
system. They also emphasized the key role of competent caring professionals which confirms 
the results of Summers, et al., and (1990) that families look to early intervention professionals 
for emotional sensitivity and friendship. 
The implications of this study suggest that the perceptions of parents, and professionals 
should be used as a springboard for future research and practice. Parents have great ideas and 
need to be included from the initial planning stages of early intervention programs. Parents can 
also play a role in personnel preparation for the field of early intervention. In addition, efforts 
need to be made to explore new roles and opportunities for parents in the early intervention 
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system such that they could be included on many different levels to facilitate a more family 
centered focus. 
Able-Boone (1996) discuses the different aspects of ethical decision making in 
early intervention, in her article titled, “Ethics and Early Intervention: Toward More 
Relationship - Focused Interventions. ” The author’s premise is that the relationship 
between the parent and professional is characterized by inequality due to the knowledge 
and expertise held by the early intervention professional. A paternalistic approach to early 
intervention by the professional who believes that they are able and best suited for making 
the best decisions for the child and family, is problematic. Able-Boone (1996) states that 
The consequences of such an interaction often alienate the parents 
from the decision making, reduce the accessibility of the information 
regarding the child to the parents, and minimize the early 
interventionist’s capability to learn what the parents’ values and 
preferences are. (p.14) 
Thus, the professionals working with families in early intervention need to facilitate an 
informed decision-making process by encouraging and supporting the family’s pursuit of 
autonomy. 
Structured interviews were conducted with both parents and professionals concerning 
value conflicts that arise in decision-making in early intervention. The result was that the main 
issue that led to conflict was the difference in parental and professional priorities for the child. 
The three common concerns that reflected this conflict were alternative therapies, the family’s 
right to refuse services, and a family-centered or child-centered approach in services. The 
author discussed these concerns in relation to an ideal communication model for parents and 
professionals that promotes mutual understanding and agreement without coerced consensus, 
and manipulated understanding and agreement. The main aspects of this ideal communication 
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model are truth, comprehensibility, legitimacy, sincerity and equality to facilitate a shared 
understanding and a trusting relationship. 
The truth is an important ideal to be accomplished by both the parents and the 
professionals emphasizing honest direct communication. The issue of the parents’ need to seek 
alternative therapies may in fact be solved by the parents honestly expressing their frustrations 
and doubts with the services their child was receiving, and by the professional sharing their 
honest concerns about an alternative approach which has little or no empirical support. The 
comprehensibility of information is in jeopardy when parents fail to understand the information 
on their child's condition. This may lead to a lack of understanding of the goal and significance 
of the therapy and developmental services that the child is receiving. This will in turn result in 
parents’ challenging the need of services altogether by considering a refusal of services. 
Legitimacy is attained by parents giving their informed consent. This must be based on 
parents’ receiving all the relevant information concerning their child’s needs, and that the 
information is in nontechnical terms and clarified for parents until they understand it all. 
Sincerity develops in the relationship between parent and professional when they share 
a trusting relationship. This, unfortunately develops best over time which is an uncommon 
luxury in early intervention. Increased trust in this relationship leads the parent to allow the 
team to understand the family’s experiences more, which in turn leads to further improved 
services and trust. Equity in the relationship between the parent and professional is threatened 
when the parents are not meaningfully involved and the professional maintains an attitude of 
knowing what’s best for the family. The family’s opinions, values and priorities must receive 
priority and parents must be involved in decision making to facilitate a family-centered 
approach. 
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A relationship based on these five aspects of ideal communication will foster a good 
relationship between the parent and professional. In addition, Able-Boone (1996) states that it 
will help “to achieve the ideal of uncoerced consensus and nonmanipulated understanding and 
agreement.” (p. 20) This, in turn results in an ethical relationship-focused approach to early 
intervention. 
2.5 Conclusion 
The efforts of parents, educators, researchers and policy makers in recognizing the 
potential of young children with disabilities to enjoy fuller, more meaningful lives, achievements 
and relationships with their families, fueled the necessary changes to facilitate services as 
comprehensive as the EFSP is intended to be. Thus, services for young children with disabilities 
or at risk have transitioned from no services at all to laws (IDEA PL 105-17, 1997) that 
protect and ensure appropriate services for both the children and their families. 
The cornerstone of early intervention as it is known today, is Part C of PL 105-17 
IDEA (Individuals with Disabilities Education Act, 1997). IDEA mandates that all young 
children with disabilities, or at risk receive the appropriate comprehensive services that they 
need, depending on their individual abilities and needs. It also ensures that the child is 
considered and served in the context of the family, which facilitates both a healthy nurturing 
relationship with parents and family members as well as a conducive environment to live and 
grow in. Furthermore, IDEA requires that each identified child and family be allocated a case 
manager to help with the coordination of resources and support for both the child and family. 
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This holistic approach to servicing young children with special needs is pertinent to the growth 
and development of young children with disabilities or at risk. 
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As illustrated in this literature review, the development and implementation of the IFSP 
has many issues, as it is a rather complex and time-consuming task. In their study on IFSP 
development issues, Beckman and Bristol (1991) indicated that the four main critical issues are 
sensitivity to cultural diversity, family assessment, intrusiveness and the development of family 
outcomes. According to Beckman and Bristol (1991) intrusiveness became more of an issue if 
the family outcomes were less child focused. This factor of intrusiveness was disputed by 
McWilliam, Ferguson, Harbin et al. (1995) and McWilliam, Tocci and Harbin (1998), as these 
authors maintained that families may not be fully aware of the meaning of family-centeredness 
and its possible benefits for both the child and family. Thus, families may consider anything 
other than child-focused intrusive. This perception will be reinforced if an unskilled 
professional who has not developed rapport with the family first, tries to be family-centered in 
serving the family. 
In their study on the effects of a training program for enhancing parent participation in 
the IFSP process, Campbell et al. (1992) concluded that there were no differences in the types 
of roles that parents played in the process. However, they did note that there was a difference 
due to the IFSP training that encouraged parents to be more positive active participants and 
that parents were able to help in writing major parts of the IFSP document. Minke et al. 
(1993), indicated that parents played nine different roles when they were active in the IFSP 
process. These roles included involvement in basic decisions, goal setting, assessment, 
choosing their own level of participation, considering professional advice, voicing objections, 
advocating for their children, listening and providing information. In a different study parents 
indicated that they need services to help them with family life issues such as dealing with the 
effects of a child with special needs on the family with respect to disruptive schedules, 
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increased caretaking needs and lack of time for other children (Able-Boone, 1990). Parents 
also maintained that they had concerns about the goals for their child and difficulty accessing 
services with regards to family service needs (Able-Boone, 1990). 
In two separate studies that examined sources of variation in parents’ assessments of 
both helpgiving practices and control appraisals, Trivette et al. (1995) and Judge (1997) 
concluded that the variation of parents’ assessments were due to program models and types, 
and not parent or family characteristics. Wesley et al. (1997) explored parent and professional 
perspectives on inclusion, and early intervention and concluded that parents were not able to 
describe their current early intervention system as well as the professionals, yet they could 
envision an ideal early intervention system better than professionals. Furthermore, parents 
emphasized a need for more information and both parents and professionals were able to 
identify obstacles to fully access inclusive early childhood programs. 
Professionals play a critical part in the IFSP process and this literature review 
offered many insights into their role in the process. The results of Dunst et al. (1991) 
assessment of the family-centeredness in family-oriented early intervention programs and 
practices indicated an implementation lag in that policy-makers had identified their state as 
strongly agreeing with family-support principles whereas practitioners and consumers 
(parents) indicated less of a family-centered approach. Furthermore, Bailey et al. (1992) 
had researched professionals’ perceptions of family-centered services in early intervention 
in four states and found that professionals preferred a high degree of family involvement to 
improve their services whereas only a moderate degree of family involvement had existed. 
These same professionals indicated that barriers to a higher degree of family involvement 
included both family and system barriers (Bailey et al., 1992). In their study to assess 
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IFSP perceptions of child service coordinators Farel et al. (1995) included in their results 
that out of a range of professional backgrounds, early interventionists liked the IFSP and 
found it useful. On the other hand, health department nurses and social workers did not 
like the IFSP and found it to be inflexible, time consuming and redundant (Farel et al., 
1995). 
Assessment is a controversial issue in the IFSP process for many different reasons. 
The identification of family strengths and needs is an important component of the IFSP 
and both families and professionals indicated that it needs to be accomplished by a trusted 
professional or family member as portrayed in a study conducted by Summers et al. 
(1990). In their study Beckman and Bristol (1991) found that family assessment strategies 
need to be improved to facilitate the development and implementation of the IFSP 
process. Summers et al. (1990) had also included in their results that families and 
practitioners prefer that the expected outcomes of the IFSP needs to meet family 
information and well-being needs, as well as enhance both parent-child and parent- 
professional relationships. Interagency collaboration and multidisciplinary teamwork are 
both integral to the IFSP process and success. In their study McWilliam et al. (1998) 
indicated that team integration is greater in inclusive programs and that IFSP cohesion is 
weakest in center-based segregated programs. 
Sensitivity to cultural issues, family socio-demographics and family needs are 
important aspects related to the successful development and implementation of the IFSP 
(Summers et al., 1990; Beckman and Bristol, 1991; Hanson et al., 1990; DeGangi et al., 
1994; Upshur, 1994; Kochanek and Buka, 1995 and McWilliam et al., 1998). Summers et 
al. (1990) indicated that a significant principle of early intervention must be a 
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demonstration of sensitivity to families and families needs. Sensitivity to cultural diversity 
emerged as a critical issue in Beckman and Bristol’s (1991) study of issues in developing 
the IFSP. In their study on honoring families’ cultural diversity, Hanson et al. (1990) 
presented six pertinent issues related to views on: children and child rearing; disability and 
its causation; changes and intervention; medicine and healing; family and family member 
roles; and language and communication styles, that need to be considered when gathering 
information for the IFSP. Their results also included a paradigm of ethnic competence, 
which was comprised of value clarification, ethnographic information, transcultural 
identification and family consideration (Hanson et al., 1990). 
In their study on professionals’ perceptions of the effects of cultural diversity and 
SES on family collaboration Degangi et al. (1994) found that both culture and SES had a 
significant impact. Professionals perceptions included that they spent more time with 
family from a culture different than their own to allow them to time to understand the 
family better; learn about their values and customs; and to explain the IFSP process to 
them (Degangi, 1994). Other results indicated that parents from low SES had mistrust in 
sharing information, deferred more to professional decisions, and were more concerned 
with basic survival needs (DeGangi, 1994). The results of a study on the variation of 
service by child and family characteristics conducted by Upshur (1994) indicated that the 
more advantaged families were easier to serve and received more services than families 
with more risk factors who received less services. Other results from this study also 
included that families depended on other service systems for more family support than 
from early intervention (Upshur, 1994). In a similar study, Kochanek and Buka (1995) 
found similar results where families with toddlers and more resources such as insurance, 
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mothers with higher level of income and education received more services. The service 
variation results of this study portrayed that infants receive more home and center-based 
programs while toddlers get more center or community-based programs (Kochanek and 
Buka, 1995). 
On issues regarding the family-centeredness of early intervention contributions 
were made by several authors. McWilliam et al. (1998) assessed the validity of the IFSP 
Family-Centeredness Scale on the family-centeredness of 100 IFSPs from four different 
agency types. These types of agencies were home-based early intervention, home-based 
service coordination; center-based segregated and center-based inclusive early intervention 
programs. The results of their assessment illustrated that the IFSP Family-Centeredness 
Scale is sensitive to differences between program types; that team integration as reflected 
in IFSPs is greater in inclusive than in segregated programs; that cohesion is weakest in 
center-based segregated programs; IFSP functionality is weakest in programs providing 
primarily service coordination; and that IFSP goals and family concerns are mostly child- 
related. In their study on the effect of family-centered services on early intervention, 
Thompson, et al. (1997) explored parents’ perceptions of empowerment. Their results 
indicated that family-centeredness impacts parents’ perception of empowerment directly 
due to the nature of the approach and indirectly by increasing a parents’ social support 
systems which reduces stress and leads to empowerment. These results shared a similarity 
with the results of the study conducted by Upshur (1994) which had also indicated that a 
family-centered approach lead to an increase in a family’s community support system. 
Bailey et al. (1998) proposed a framework of two issues, namely, family 
perceptions of their early intervention experience, and the impact of early intervention on 
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the family, each with several sub-questions to assess the extent to which early intervention 
has accomplished family-centered goals. McWilliam et al. (1998) identified six service 
providers who practiced family-centeredness and examined their meanings of family- 
centered practice through qualitative interviews. The results included six themes of a 
family-orientation of opening the door with willingness to service the whole family; 
positiveness by thinking the best of families; sensitivity by trying to be “in the parents’ 
shoes;” responsiveness by doing whatever needs to be done; friendliness by treating 
parents as friends; and child-level and community integration skills (McWilliam et al., 
1998). In a qualitative study of in-depth interviews with local interagency coordinating 
council (LICC) coordinators, Garrett et al. (1998) explored their perceptions of the impact 
of early intervention legislation in their communities. The results included positive effects 
of family-centered services, funding, networking and developmental outcomes (Garrett et 
al., 1998). The negative results of this study portrayed system bureaucracies, more 
paperwork, less at-risk services, more financial costs for parents, and budget impacts of 
nonreimbursable services (Garrett et al., 1998). Furthermore, an implementation lag of 
legislative vision in the areas of comprehensive services, interagency involvement, and 
family-driven systems change were part of the results of this study (Garrett et al., 1998). 
The results of all these studies present many implications for the development and 
implementation of the IFSP and for early intervention in general. Central to the IFSP is 
the family-centered approach. To achieve a family-centered approach that will essentially 
be a family-driven system where parents will have more decision-making power, parents 
need more information on the different aspects of the IFSP, family-centeredness and early 
intervention (Gallagher and Desimone, 1995; McWilliam et al., 1995; Judge, 1997; Wesley 
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et al., 1997; and Garrett et al., 1998). A lack of information influences parents decisions, 
perceptions and experiences as although a few studies have indicated that parents prefer a 
child-focus rather than a family-focus (Summers et al., 1990; McWilliam, Tocci and 
Harbin, 1995; and McWilliam, Ferguson, Harbin, Porter, Munn & Vandiviere, 1998). 
This preference may be based on their lack of information of a family-centered approach 
and its benefits for both the child and family, and not necessarily that parents want a child- 
focused IFSP (McWilliam, Tocci and Harbin, 1995; Mahoney & Filer, 1996 and 
McWilliam, Ferguson, Harbin, Porter, Munn & Vandiviere, 1998). Other than parents, 
professionals also need more information and training on the IFSP and family-centeredness 
(Gallagher & Desimone, 1995 and Farel et al., 1997). 
Another implication of the research reviewed is that sensitivity to the family, the 
family’s needs and the family’s culture together with trust, respect and friendship are all 
important to developing a good relationship with the family (Summers et al., 1990; 
Hanson et al., 1990; Able-Boone et al., 1990; Beckman & Bristol, 1991; DeGangi et al., 
1994; and McWilliam et al., 1998). A further implication is that professionals will need to 
be encouraged to perform both formal and informal support (Summers et al., 1990). 
In addition, some of the studies indicated a disturbing trend of families with more 
available resources receiving more services and support which deserves serious 
consideration as all services should be based on need (DeGangi et al., 1994; Mahoney & 
Filer, 1996; Upshur, 1994; and Kochanek & Buka, 1995). Many issues presented in the 
review of research indicated an implementation lag of IFSP policy to practice (Dunst et 
al., 1991; Bailey et al., 1992; Upshur, 1994 and Farel et al., 1996). 
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Parents played a key role in facilitating the development of services, education and laws 
to protect these opportunities. Their role in their child’s life and in the field of early 
intervention is integral to the success of their child and any early intervention program. As 
parents their level of commitment to the continued strong growth of the field of early 
intervention is very valuable. Unfortunately, as indicated in some of the research already 
discussed in this paper, they are not always given the recognition, and value that they deserve 
by sharing and participating more actively in the development and implementation of their 
IFSP. Therefore, I strongly believe that parents need to receive more recognition for their 
valuable role. This can be done by early intervention programs embracing parent participation 
by involving them in assessments, including them in in-service training programs for 
professionals, respecting their culture, values and opinions. These suggestions will also 
facilitate the goal to become more family-centered. 
The in-depth review of the Individual Family Service Plan (IFSP) illustrated the 
comprehensive nature of IDEA in mandating services for both the young child with disabilities 
or at risk and their families. However, it is also apparent that the full intent of the law has yet 
to be realized. As indicated by the research reviewed some of the barriers to full 
implementation are financial, structural (lack of administrative support) and unprepared staff. I 
do not consider these barriers to be permanent, as I believe that they can be overcome with 
stronger effort and advocacy by parents, educators, policy-makers and community members in 
general. It is important for all to continue striving for the fulfillment of the IFSP to ensure 
appropriate services to the children and families who need it. 
Aji important implication of this literature review is for early intervention staff to reflect 
upon their experience and consider their level of preparedness to fulfill the intent of the law in 
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IDEA and the IFSP specifically. This is especially important with regards to the services that 
they offer to children and families who are from low SES backgrounds, cultures different than 
their service provider’s, and families with multiple at-risk factors. It is the responsibility of the 
different states to ensure that they collaborate with the educational institutions in their states to 
provide professional development opportunities for staff in the field of early intervention. This 
is important because once an early intervention provider reflects on their work experience, and 
realizes the need for advancement, they need to have an opportunity to act on their realization 
and take a class or attend a weekend workshop. 
In the same spirit of collaboration, it is important for researchers, educators, early 
interventionists and policy-makers to learn more about parents’ experiences and perceptions. 
Parents and children are the “consumers” of the IFSP and these plans have a direct affect on 
their lives at many different levels. As illustrated in some of the studies presented in this 
literature review, feedback from parents can be a valuable source of ideas, and suggestions for 
change and improvement. Thus, I maintain that it is important for big and small collaborative 
efforts to proceed across the domains of parents, policy-makers, health professionals and 
educators, to facilitate the enhancement of the field of early intervention. 
Just like the rapid growth and change in a young child, the field of early intervention 
has gone through some amazing growth spurts and achieved exciting milestones in a relatively 
short period of time. To ensure the flourishing of early intervention and the IFSP, it is pertinent 
to continue to strive to not only achieve, but to also exceed the mandates of IDEA and the 
IFSP. 
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CHAPTER 3 
DESIGN AND METHODOLOGY 
3.1 Overall Approach & Rationale 
A qualitative research methodology has been used to conduct this study. The 
purpose is exploratory in nature, and context-bound as each family’s context influences 
their experience. Furthermore, the in-depth meanings of a parent’s experiences are 
difficult to explore using a quantitative research methodology. The following 
characteristics of qualitative research offered by Rossman and Rallis (1998) support the 
use of this approach for this study. Qualitative research occurs in the natural world; it 
uses multiple interactive and humanistic research methods; it is emergent and not tightly 
prefigured; it is fundamentally interpretive; and it allows the qualitative researcher to view 
social phenomenon holistically; to systematically reflect on who he or she is in the 
research; to be sensitive to his or her personal biography and its influence on the study; 
and to use multifaceted and iterative complex reasoning (Rossman & Rallis, 1998, p. 8- 
11). 
This study has been conducted in the parent/s natural environment and it involved 
different types of data collection including an interactive in-person in-depth interview with 
both parents. The study and analysis procedures are designed to be emergent as they are 
not tightly prefigured, but rather open-ended, to allow the data to define the results. This 
study is highly interpretive as it will reflect parents’ perspectives and interpretations of 
their experiences, as well as the researcher’s interpretations of the findings of the study. 
The analysis procedures have allowed for multifaceted and iterative complex reasoning as 
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it has been challenged by many reviews and searched for alternative explanations. I, the 
researcher have remained sensitive and aware of my role throughout the study and how I 
may be influencing it. Thus, the characteristics of study are consistent with the 
characteristics of qualitative research as described by Rossman and Rallis (1998). 
The complex nature of this study required the use of a qualitative approach. This 
is supported by Marshall and Rossman who offer that: 
Qualitative researchers are intrigued with the complexity of social 
interactions as expressed in daily life and with the meanings the 
participants and they attribute to these interactions. ... qualitative 
research is pragmatic, interpretive, and grounded in the lived 
experiences of people (Marshall & Rossman, 1998, p.2). 
The complexity of this study is evident in the topic; “What are parents’ perceptions of the 
IFSP?” The term “IFSP” is complex in itself as it refers to the actual documented plan or 
program, as well as the process that led to the development of the plan and the process 
and experiences that result due to the established plan. Further complexity is present in 
the term “parents.” This is because parents involved in early intervention on an IFSP play 
multiple roles of parent, team member, recipient of services, and ultimate decision-maker. 
Such complexities related to both the IFSP and the role of parents clearly illustrate that a 
qualitative research methodology will be better suited to exploring this topic. Qualitative 
research is appropriate as it is able to identify and describe complexity better; it is also able 
to identify unexpected policy outcomes; and it offers quality depth and richness to a study 
(Marshall and Rossman, 1998, p. 16-17). 
The specific qualitative research design for this study is a phenomenological design 
which refers to a study in “which the lived experience of a small number of people is 
investigated.Through a series of in-depth, exploratory, intensive interviews” (Rallis & 
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Rossman, 1998, p.72). According to Marshall and Rossman (1998 “the purpose of 
[phenomenological] interviewing is to describe the meaning of a concept or phenomenon” 
(p. 113). This approach is supported further as, “policymakers and practitioners are 
sometimes unable to derive meaning and useful findings from experimental research, [as] 
the techniques themselves have affected the findings” (Marshall and Rossman, 1998, p. 
61). 
The phenomenological case methods approach was used in this study because it 
allows for a focus on in-depth meaning of specific aspects of an experience, and it 
provides valuable individualization, depth and detail (Patton, 1987 p. 19). This is further 
supported by Patton (1987) who stipulates that; “Regardless of the unit of analysis, a 
qualitative case study seeks to describe that unit in depth, in detail, in context, and 
holistically. The more a program aims at individualized outcomes, the greater the 
appropriateness of qualitative case methods” (Patton, 1987 p. 19). Since the IFSP 
services are focused on providing services according to each child and family’s individual 
needs, the goals are individualized outcomes which makes this approach appropriate. 
The unit of analysis in this study are parents of young children who are currently 
involved in the IFSP process. The three forms of data collection include an in person in- 
depth interview with both parents, a focus group with all parents invited to be present, and 
a family socio-demographics information sheet. Thus, interviewing is the primary source 
of data collection and according to Seidman (1998) it “is a powerful way to gain insight 
into educational issues through understanding the experience of the individuals whose 
lives constitute education” (p. 7). An analysis of these interviews have allowed for the 
emergent nature of this design as it revealed themes that may exist midst different parents’ 
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experiences with the IFSP process. These themes have been discussed in the context of 
any implications that they may have for future policy, practice and/or research. 
3.2 The Sample 
The sample for this study has been selected by using purposeful sampling methods 
which meant that selection was based on information-rich cases “from which one can learn 
a great deal about issues of central importance to the purpose” (Patton, 1989, p. 52) of 
this study. The specific strategy has been maximum variation sampling “which aims at 
capturing and describing the central themes or principle outcomes that cut across a great 
deal of participant or program variation” (Patton, 1989, p. 53). According to Patton 
(1989), the value of small heterogeneous samples are that “any common patterns that 
emerge from great variation are of particular interest and value in capturing the core 
experiences and central, shared aspects or impacts of a program” (p. 53). 
The respondents of interest are IFSP participants in local early intervention 
programs that are within an hour driving distance for the researcher. Several different 
local early intervention centers have been considered to facilitate access to a diverse group 
of participants with a range of experiences. This is a significant strategy, as different early 
intervention centers operate differently. Therefore, parents from different early 
intervention centers have different and wider range of experiences with the IFSP process. 
The population of interest are parents with young children (ages 0-3) with special 
needs, who are on an IFSP, or have been on an IFSP within the past 2 years. Thus, this 
includes parents with children who have already exited an IFSP. This does in turn result in 
these parents having reflections that cover the entire IFSP process. A total of 16 sets of 
parents were part of the study but one parent dropped out, and another parent left as their 
76 
child on the IFSP died. Thus, the study is comprised of 14 sets of parents. Three sets of 
these parents were also involved in the pilot study on this topic. 
There is a wide variation in the experiences of parents in the sample because they 
are influenced by the following: 
• each special need has its own specific impact on a parent 
• the length of time that a parent is on an IFSP will vary 
• the stage of accepting a child’s disability will vary for each parent 
• the age and stage of development of each child will vary 
• the individual personalities of both children and parents will vary 
Table 1: Children’s Information 
Age of Child How long in El # of Siblings # of Siblings with 
special needs 
Minimum lyr, 3 mo. 4 mo. 1 1 
Maximum 5yr 3 yrs 4 1 
Average 3 yr 1 yr, 7 mo. 2 1 
Mode 3yr 2 yr 3 1 
There were 7 girls and 7 boys in this study. Table 1 displays information on the 
children of this study. The average age of the children is three years old, which indicates 
that the average child in this study is at the end of their IFSP experience and beginning 
their IEP experience. The average length of time in El on an IFSP is one year and seven 
months, which is a long enough period to gain a good perspective on El and the IFSP 
process. These children had on average two siblings each, which suggests that these 
parents were juggling the responsibilities of more than one child at a time. Furthermore, 
four out of the fourteen children of families in the study had at least one other sibling with 
special needs or a disability. The primary diagnosis of these children varied greatly with 
speech delays being most common and then general developmental delays and heart 
defects. Figure 1 illustrates this data. 
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Figure 1: Primary Diagnosis of Child on IFSP 
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This level of variation enriched the common themes that emerged from such 
diversity. Thus, such variation has served to strengthen and support the significance 
of themes that emerged from this study. 
Figure 2: Ethnicity of Families 
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As figure 2 illustrates, to facilitate a socio-culturally diverse group of participants, 
there were African-American, Hispanic, biracial (including Asian and Uranian ethnicities) 
and Caucasian families were included in this study. This provides a good representation of 
diversity for this region. The marital status of these families is portrayed in figure 3. 
Figure 3: Marital Status of Parents 
# of Parents 
Widowed Married Single Divorced 
Both parents in only six of the married couples were interviewed. This sample of parents 
did include one female homosexual set of Caucasian parents and both of them were 
interviewed. In addition, one Black single mom identified herself as gay. The level of 
education of the parents in this study is illustrated in figure 4. 
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Figure 4: Education Level of Parents 
Graduate School 
College 
High School 
# of Parents 
Below High School 
This indicates that most parents in this study have received a college education. Nine 
parents in this study received an average of 2 years in graduate school, and four parents 
only received a high school education. This provides another layer of diversity in this 
sample. 
Figure 5: Annual Income Levels of Families 
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The range of income levels is depicted in figure 5. The range of $30 000 and above per 
year is very wide and does not give an indication of the variety that did exist in this sample 
above that level, as there was definitely great variation. The income levels combined with 
the race/ethnicity factors are that all the Caucasian families, all 3 of the biracial families 
and 1 Black family were at $30 000 per annum or above. The $ 20 000 to $30 000 
income level included one Black family. There were two single Hispanic mothers in the 
$10 000 to $20 000 income level and one single Black mother in the $10 000 or below 
income level. Additional diversity was included as one Caucasian family identified as an 
Israeli-Jewish family. 
These diversity factors together with race and SES factors have individually and 
collectively a great influence on our lives, the types of experiences we have and what 
meaning we make of our experiences. Therefore, these factors have allowed for the final 
sample of this study to be representative of the diversity of parents with an IFSP in this 
region. 
Thus, the diversity of parents from different early intervention programs and 
different socio-cultural backgrounds facilitates the data collection and analysis by offering: 
1. high-quality, detailed descriptions of each case which are 
useful for documenting uniqueness, and 
2. the important shared patterns which cut across cases and 
which derive their significance from having emerged out of 
heterogeneity. (Patton, 1989, p. 53) 
3.3 Data Collection 
The primary source of data collection for this study has been phenomenological 
interviewing as the purpose “is to describe the meaning of a concept or phenomenon that 
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several individuals share” (Marshall & Rossman, 1998, p. 113) via the medium of in- 
depth, open-ended interviews. 
In-depth interviewing is the hallmark of qualitative research. 
“Talk” is essential for understanding how participants view their 
worlds. Often, deeper understandings are developed through the 
dialogue of long, in-depth interviews, as interviewer and 
participant “coconstruct” meaning (Rossman & Rallis, 1998, p. 
124). 
Marshall and Rossman (1998) support interviewing as a primary data source when “the 
purpose of the study is to uncover and describe the participants’ perspectives on events; 
that is, that the subjective view is what matters” (p. 111). These interviews are more 
conversational than formal as the researcher uses a few general topics to explore the 
participant’s views in a manner that is respectful to how the participant frames and 
structures the responses” (Marshall & Rossman, 1998, p. 110). This is very important as 
a fundamental assumption in qualitative research is that “the participant’s perspective on 
the phenomenon of interest should unfold as the participant views it, not as the researcher 
views it” (Marshall & Rossman, 1998, p. 110). 
Within the framework of this method, the interview guide approach has been used 
and is described by Patton in the following way: 
An interview guide is a list of questions or issues that are to be 
explored in the course of an interview. An interview guide is 
prepared to make sure that essentially the same information is 
obtained from a number of people by covering the same material. 
The interview guide provides topics or subject areas about which 
the interviewer is free to explore, probe, and ask questions that 
will elucidate and illuminate that particular subject (Patton, 1987 
p. 111). 
Data was collected from one or both parents of each child. Both parents of seven 
2-parent families were interviewed, and the mothers in the other four 2-parent families 
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were interviewed. The parents who participated were interviewed twice for approximately 
one to two hours. In a single-parent family, only the mother was interviewed twice. 
The first interview is considered as the primary interview. The format of this 
interview is an adaptation of Seidman’s (1998) in-depth phenomenological interviewing 
model. Seidman (1998) suggests the use of three 90 minute interviews in the following 
manner: 
The first interview establishes the context of the participants’ 
experience. The second allows participants to reconstruct the 
details of their experience within the context in which it occurs. 
And the third encourages the participants to reflect on the 
meaning their experience holds for them. (p. 11) 
The titles of these three interviews are referred to as focused life history, the 
details of experience, and reflection on the meaning (Seidman, 1998). 
According to Seidman: 
As long as a structure is maintained that allows participants to 
reconstruct and reflect upon their experience within the context of 
their lives, alterations to the three-interview structure and the 
duration and spacing of interviews can certainly be explored. 
(Seidman, 1998, p. 15 ) 
My adaptation allows for the same focus in the type of data I seek in the 
interviews; however, I structured it differently. In my first contact with a parent 
once they agreed to participate in this study I gave them an Informed Consent 
Form (see Appendix B). I described the study and gave them a handout (see 
Appendix C) with the interview questions. This occurred no less than one week 
prior to the first interview. My goal for doing this was to allow parents to have 
time to be reflective about their experience over a longer period of time, rather 
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than having to be reflective and answer coherently at the same time during the 
interview. This also facilitated the following: 
• parents were fully aware of the interview format 
• parents were less anxious 
• parents were better prepared 
The interview guide for the first in-depth interview consists of the following topic 
questions: 
1. Describe the circumstances, which led to the development of 
your IFSP. 
2. Describe your family’s level of involvement in the process, 
both as a unit and as individuals. 
3. Describe the impact that the IFSP process has had on your 
family life in general and also more specifically on family roles 
and relationships. 
4. List the types of services that you have received on your IFSP. 
5. Which specific aspects of the IFSP are most helpful to you? 
6. Describe why the above mentioned aspects of the IFSP are 
most helpful to you. 
7. Which aspects of the IFSP are least helpful to you? 
8. Describe why the above mentioned aspects of the IFSP are 
least helpful to you. 
9. Describe how any other factors have influenced your 
experience? 
10. What does this experience mean to you and your family, and 
how has this “meaning” affected or influenced your lives? 
These questions achieved similar goals as Seidman’s three interviews. The focused life 
history was established in question one, two, three, and partly question four, which will 
establish the context of the participants’ experience. The details of the experience were 
derived from questions two through four and partly from questions five and seven which 
“allows the participants to reconstruct the details of their experience within the context 
within which it occurs” (Seidman, 1998, p. 11). The reflections on meaning was 
established from questions two through ten. This focus on meaning is consistent with the 
84 
purpose of phenomenological research (Rossman & Rallis, 1998; Marshall & Rossman, 
1998; Patton, 1987; Creswell, 1994 & Seidman, 1998) and this study in particular. 
The purpose of the second interview was different from the first as the goal was to 
clarify and solidify the data. After the first interview, I, the researcher provided the 
participant with a written transcript of the first interview, and scheduled the second 
interview to occur at a mutually convenient time. This allowed the participant time to 
read and reflect on their comments, and to assess if there was anything that needed to be 
added, changed, or deleted in an effort to ensure that their true thoughts and experiences 
are reflected in the data. In an effort to support my accurate in-depth data collection, 
together with the transcript, 1 attached a list of questions that I had on any aspect of the 
interview transcript. This also included aspects that I would like the participants to reflect 
upon more and to elaborate on in our second interview. Thus, the second interview was 
used to provide both the participants and researcher with an opportunity for reflection, 
adding, deleting, or changing data gathered in the first interview. 
The focus group was the second form of data collection in this study. The focus 
group interview was also considered to be the second phase of the study as it occurred 
after the reflective process of the in-depth interviews. All parents who participated in the 
in-depth interview were invited to participate in the focus group. 
Focus group interviewing was developed in recognition that 
many of the consumer decisions that people make are made in a 
social context, often growing out of discussions with other 
people. ... Participants get to hear each other’s responses and to 
make additional comments beyond their own original responses as 
they hear what other people have to say. (Patton, 1987, p. 135) 
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The focus group met only once to discuss only one topic, “Describe how the IFSP can be 
improved” I believe that a focus group discussion on this topic was a highly beneficial 
means of exploring this topic as parents had both their own experiences, together with the 
feedback and ideas of their peers, to help in responding to this topic. Furthermore, the 
reflective experience of the in-depth interviews helped facilitate the generation of ideas 
that were based on the parents’ experiences. This approach also enhanced the study’s 
focus on the meaning of the participants’ IFSP experiences, as it reflects some aspects of 
the meaning that parents make of their IFSP experiences. It also offered ideas and 
suggestions of ways in which the participants’ experience could have been enhanced or 
made more meaningful. Exploring how the IFSP can be improved also strengthens this 
study’s potential of significance to the practice and policy development of the IFSP. 
Furthermore, such a gathering allowed participants in this study to meet and interact. 
A third source of data collection was a family background and demographic 
information sheet (see Appendix D). This information was very important to the data 
collection process as it added a depth and richness to the data. This aspect of data 
collection can also often be boring, or sometimes uncomfortable for participants to 
respond to it depending on how personal the questions are (Patton, 1987, p. 121). Thus, 
by completing this sheet at a private time removed a potentially awkward moment from 
the interview and allowed the participants to focus on the bigger purpose of the interview 
in the topics and questions explored. Each participant was given this sheet at the first 
contact meeting and they were required to complete and return it to the researcher at the 
beginning of the in-depth interview. This information sheet was used to collect some of 
the following types of data: number of children in the family, socio-economic status, 
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ethnicity, etc. According to Patton (1989) “These questions concern the identifying 
characteristics of the person being interviewed. Answers to these questions help you 
locate the respondent in relation to other people” (p. 119). Therefore, this data was very 
important in supporting the researcher’s understanding of the participants’ context. It 
allowed the researcher to consider the participants’ experiences within their own specific 
contexts more appropriately. 
I employed the following strategies to ensure data collection consistency between 
the 3 parents from the pilot study and the additional 11 parents: 
1. Since the 3 pilot study parents had already had their first in, depth 
interview, I reviewed their transcripts and listened to their tape recorded 
interviews again. This allowed me to offer them the same opportunities in 
the second interview as the other parents. I paid careful attention to also 
make sure that they all responded to the same topic questions by adding 
the additional questions that the 11 parents would have answered in the 
first interview. 
2. Each of them also received a “Family Background Information Sheet” to 
complete. 
3. Each of them were also invited to the focus group interview. 
4. The secondary caregiver or other parent of the children from the pilot 
study, were also interviewed, if possible. 
Both, the first and second in-depth interviews as well as the focus group interview were 
tape recorded. Tapes are very useful and important to support accurate data collection, 
corroborate note-taking and to capture accurate quotes (Rossman & Rallis 1998, p. 160). 
Tape recording also served as a means of demonstrating accountability in the data 
(Seidman 1998). 
In addition, interviewers can use tapes to study their interviewing 
techniques and improve upon them. Tape recording also benefits 
the participants. The assurance that there is a record of what they 
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have said to which they have access can give them more 
confidence that their words will be treated responsibly. (Seidman 
1998, p. 97) 
3.4 Data Management 
A data management system that allowed for accurate careful tracking and safe 
keeping of the data is very important. This is because qualitative data collection generates 
reams of data (Rossman & Rallis, 1998 and Patton, 1987). According to Patton (1987): 
The data generated by qualitative methods are usually 
voluminous. I have found no way of preparing students for the 
sheer mass of information with which they will find themselves 
confronted when data collection has ended. The first thing to 
do is to make sure it is all there, (p. 146) 
Therefore, I used the following strategies to manage the data collected in this study: 
1. All in-depth interviews were tape-recorded. This is 
considered a valuable and beneficial strategy to preserve the 
data (Seidman, 1998, Rossman & Rallis, 1998,& Patton, 
1987). 
2. The original copy of each piece of data for each parent or set 
of parents were placed in a sealed. These envelopes were kept 
in a safe place and were not used for data analysis, but rather 
served as a back-up copy if any piece of data was lost or 
misplaced. 
3. A copy was made of each tape-recorded interview. The 
original was be kept in an assigned envelope in a safe place 
and only the copy was used for transcription and data analysis 
purposes. 
4. Two sets of photocopies were made for each written piece of 
data collection, i.e. the questionnaires, family demographic 
information sheet and interview transcriptions. The originals 
of each written piece of data was kept in an assigned envelope 
in a safe place and only the copies were used for data analysis 
purposes. 
5. The actual data was organized into themes and critical issues 
that emerged from the data after a few thorough and careful 
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readings of the transcripts and listenings of the tapes. A more 
detailed discussion of this process is offered in the Data 
Analysis section. 
6. These themes and critical issues were color and numerically or 
alphabetically coded to facilitate my careful tracking and 
analysis of the data. A more detailed discussion of this 
process is offered in the Data Analysis section. 
7. One set of photocopies was kept intact but highlighted with a 
color coding system that marked areas of interest and 
emerging themes and critical issues in the data. This copy was 
also used for writing notes and comments on. The second, set 
of photocopies was cut out by themes and critical issues, 
which emerged from the data. Each theme and critical issue 
“cutout” was placed in a color and numerically coded folder in 
an effort to support easy access, compilation of themes, the 
analysis of data and patterns in the data. In addition, each 
“cutout” was labeled with “a notation system that designated 
its original place in the transcript” (Seidman, 1998, p. 108). 
This was the participant pseudonym initials, followed by 
Roman numerals to indicate the specific interview or data 
source, followed by a regular numeral to indicate the 
transcript page number. The filing system will include a file 
per set of parents/parent and a file per theme and critical issue. 
3.5 Data Analysis 
Marshall and Rossman (1998) present the six typical phases of analytic procedures 
as organizing the data; generating categories, themes and patterns; coding the data; testing 
the emergent understandings; searching for alternative explanations; and writing the report 
(p. 158). Each of these phases involve data reduction as the data is converted into 
“manageable chunks, and interpretation as the researcher brings meaning and insight to the 
words and acts of the participants in the study (Marshall & Rossman 1998).” Based on 
Marshall and Rossman (1998) suggestions, I used these six phases in the following 
manner. 
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1. Organizing the data - I dedicated this phase to becoming very 
familiar and “intimate” with the data by reading, and rereading the 
data many times. I created a list of all the available data for each 
participant and I performed minor editing to help make the data 
more manageable. I also entered all the data into Microsoft Word 
files, which helped me in the management and analysis of data. 
2. Generating categories, themes, and patterns - At this point I was 
very familiar with the data so I approached this phase with “a 
heightened awareness of the data, a focused attention ... and an 
openness to the subtle, tacit undercurrents of social life” (Marshall 
& Rossman, 1998, p. 160). I conducted a few more readings of 
the data at this point with the purpose of marking interesting 
perspectives and experiences that the participants have mentioned. 
Thereafter, I reviewed all the marked passages, and labeled them 
with an identifying descriptor, which reflected the subject of the 
passage, or it was a word from the passage itself that would 
describe the passage. This resulted in the emergence of themes 
from the data, which is one of the cornerstones of qualitative 
research. 
Patton (1989) refers to this as inductive analysis which “means 
that the patterns, themes, and categories of analysis come from 
the data; they emerge out of the data rather than being decided 
prior to data collection and analysis” (p. 150). According to 
Seidman (1998): “At this point in the reading, marking, and 
labeling process, it is important to keep labels tentative” (p. 108). 
This is because some categories may remain, die out, merge, or 
remain in flux till the end of the study and some new ones may 
also appear (Seidman, 1998, p. 108). This was followed by more 
readings, and reflections on all the marked transcripts with careful 
attention to the labeled categories in order to recognize any 
themes or critical issues that emerged from the data. A theme 
was identified on the basis that it was mentioned by five or more 
different participants, and is of great significance to the 
participants in influencing their IFSP experience. A critical issue 
was identified as having been mentioned by four or fewer 
participants, but is of enough significance to be highlighted. Some 
possible themes that I anticipated might emerge, as they were 
present in the pilot study are assessment, networking, diversity, 
family-centeredness and the parents’ level of education. The 
critical issues that emerged in the pilot study, and that I had 
anticipated in this follow-up study are integration issues, changing 
services with changing needs and disagreement with services. 
These themes and critical issues will “be internally consistent but 
distinct from one another ...[to reflect] the salient, grounded 
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categories of meaning held by participants ...” (Marshall & 
Rossman, 1998, p. 160). 
3. Coding the data - Once the categories of themes and critical 
issues were identified in the data I applied a color highlighting 
system, that was complemented by the same colored dot, when 
necessary in the data. A single colored dot alongside the marked 
data text reflected the presence of a specific category. Two dots 
in the data text were used to illustrate the feelings and meanings 
evoked by that corresponding single colored dot. The 
corresponding colored highlighting was used to demonstrate any 
interesting related information in the data to an identified specific 
category. Categories that emerged as themes or critical issues in 
the data were marked numerically alongside the dot/s. An 
example of a coded theme from the pilot study is: One Blue Dot 
(1) - Assessment Issue and. Two Blue Dots (1)- 
Feelings/meanings evoked by assessment issues. This coding 
system helped me organize and analyze my data more carefully 
and accurately. I was also flexible and open to changes as due to 
more readings, and analysis of the data “new understandings may 
well emerge, necessitating changes in the original plan” (Marshall 
& Rossman, 1998, p. 162). 
4. Testing emergent understandings - In this phase I read and 
searched through the data in an attempt to evaluate the plausibility 
of my developing understanding as I explored them through the 
data (Marshall & Rossman, 1998, p. 162). I did this by 
challenging my understanding of the data, and by trying to find 
negative instances of the categories, themes, critical issues and 
patterns that I have which I incorporated as necessary in the 
written report. I also invited a second reader who is familiar with 
qualitative research to read through a clean copy of the transcripts 
and identify some potential categories that may form themes or 
critical issues. Thereafter, we compared our notes and discussed 
them, which facilitated data triangulation and verification. I also 
used this phase “to evaluate the data for their usefulness and 
centrality.[in an attempt to] determine how useful the data 
are in illuminating the questions being explored and how they are 
central to the story that is unfolding ...” (Marshall & Rossman, 
1998, p. 162). 
5. Searching for alternative explanations - This phase was a 
continuation of the previous stage but with more of a focus on 
seeking alternative explanations. I did “search for, identify, and 
describe them, and then demonstrate how the explanation [I] 
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offered is the most plausible of all” (Marshall & Rossman, 1998, 
p. 163). I did defend my assertions and understandings about the 
data by providing substantial evidence, and building a logical 
interrelationship among them. As part of this phase I also began 
to prepare a summation of how my explanations and 
understandings of the data relate to previous and future research 
as well as practice and policy development. 
6. Writing the report - The written report includes both a profile of 
each set of parent/parents and a presentation, and discussion of 
the themes and critical issues that emerged from the data. The 
purpose of crafting a profile was “to present the participant in 
context, to clarify his or her intentions, and to convey a sense of 
process and time, all central components of qualitative analysis” 
(Seidman, 1998, p. 102). 
The profiles were developed by using the marked passages of 
interest in the transcripts that were identified in the beginning of 
phase two described above. These passages were compiled into a 
single transcript using a word processing program, Microsoft 
Word, and then printed. This printed copy was read several times, 
and revised until it reflected the participants’ most compelling 
experiences more clearly, especially those that led to the 
development of themes and critical issues. 
These profiles were not written in the first voice of the participants, so I paid very 
careful attention to be “faithful to the words of the participants and to identify in the 
narrative when the words are those of someone else” (Seidman, 1998, p. 104). This 
identification was very significant for the transition between passages, and any 
clarifications of a passage in the profile, where I used my own words (Seidman, 1998, p. 
104). Thus, I in essence crafted a “story” based on the participants’ experiences, 
meanings and perspectives. This approach is supported by Seidman (1998) who states 
that “telling stories is a compelling way to make sense of interview data” (p. 102). 
After all the profiles were presented in the written report, I presented the themes and 
critical issues that were developed in phases two through five above. An interpretation of 
themes and critical issues, were discussed in relation to the significance they have in the 
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participants’ life; the meaning that was derived from the experiences; improvements for 
the future based on their experiences; the implications of this study for research, policy 
and practice; and the meaning of this study to me as the researcher (Seidman, 1998, p. 
111). 
3.6 Role of the Researcher 
As the researcher of this project, I approached this project with great personal 
passion for the topic. My interest and passion for this topic led me to conduct a pilot 
study and then this study as I am very committed to learning more and understanding the 
IFSP better. This is because my goal is to eventually work in early intervention, with the 
purpose of making the services more “user-friendly” to families, as it will facilitate 
improvement of services for both the child and family. I do believe in the holistic family- 
centered approach mandated by IDEA (PL 105-17, 1997) in the IFSP, as servicing both 
the child and family, will in my opinion definitely service the child better. 
I gained access and entry to participants by contacting the directors of local early 
intervention centers. I telephoned them and briefly described my interest and set a date for 
a meeting. At the meeting I provided them with a brief description of my research 
proposal (Creswell, 1994, p. 148). In addition, I made my actual research proposal 
available to them if they would like to read it. I also provided them with a copy of the 
consent form (see Appendix B) that I prepared and the introduction of the study/invitation 
letter that I prepared for parents (see Appendix C). I provided each director with 
sufficient photocopies and my request for the directors to please distribute copies of this 
letter to parents. I also gained access and entry to participants by “word of mouth” as 
participants invited their peers to meet with me too. 
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I began this research with some assumptions about the parents’ perceptions, 
specifically as I assumed that they are appreciative of the early intervention program 
services that they received. I also assumed that their IFSP had made a positive difference 
in their and their families’ lives. I also assumed that the IFSP is a bureaucratic process 
that needs improvement. I do believe that my experience with conducting the pilot study 
offered me a perspective that may have influenced my interpretations of this study. 
Furthermore, as a doctoral student focusing on early intervention, I am aware that I 
approached this study with a valuable depth of knowledge on this subject matter that may 
have also influenced my role and interpretations of this study. 
3.7 Ethical Considerations 
I did strive to be responsible, fair and ethically sensitive in conducting this 
proposed study. Prior to participation in the study all participants were given a 
description of the study to read and review. I made myself available to answer any of their 
questions and to address any concerns. All participants signed an informed consent form 
(see Appendix B) prior to being interviewed. This informed consent form fulfilled the 
requirements of University of Massachusetts at Amherst, School of Education, Human 
Subjects Review Committee. It included the following topics and issues: who, for whom 
and why the study is being conducted; any risks and vulnerability; the right to participate 
or not; rights of review and withdrawal from the process; anonymity; and how the results 
will be disseminated (Creswell, 1994, p. 148). 
Confidentiality was very important as sample size was small. Therefore, all 
participants were assigned a pseudonym, which was used for all written data and records 
for privacy, security and confidentiality reasons. No tape recordings will be played for any 
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presentations/discussions. The tape recordings and all written work will be kept safely 
and discreetly to the best of my ability. Trust and respect are also very important issues 
due to the nature of the information to be shared. I did, and continue to strive to be 
honest, respectful and sensitive to all the participants, their ethnicity, culture, needs and 
situations. 
Qualitative studies intrude into settings as people adjust to the 
researcher’s presence. People may be giving their time to be 
interviewed or to help the researcher understand group norms; the 
researcher should plan to reciprocate. Where people adjust their 
priorities and routines to help the researcher, or even just tolerate 
the researcher’s presence, they are giving of themselves. The 
researcher is indebted and should be sensitive to this (Marshall & 
Rossman, 1998, p. 92). 
Therefore, I offered both the directors of the early intervention programs and the parents 
who participated in my study a token of my appreciation. I was a volunteer at one of the 
local early intervention centers that helped me gain access to participants for both my pilot 
study and this follow-up study. I presented each director with three age appropriate 
books for the children who attend their center. I offered to have free childcare available 
for parents who need it for the duration of the in-depth or focus group interviews. I 
provide refreshments during the focus group interview and a traditional South African 
luncheon thereafter. 
3.8 Ensuring Trustworthiness 
Marshall and Rossman (1998) offer a review of Lincoln and Guba’s (1985) four 
criteria against which the trustworthiness of a qualitative study can be evaluated which 
more accurately reflects the assumptions of the qualitative paradigm: credibility, 
transferability, dependability and confirmability. To ensure credibility “that the subject 
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matter was accurately identified and described” (Marshall & Rossman, 1998, p. 195) the 
participants had an opportunity to review the data and analysis. The participants in this 
study were also invited to participate in all phases of this study. In addition, prior to their 
second interview all participants did have an opportunity to review their first interview 
transcript and make any necessary changes. In addition, I did have a second reader who is 
familiar with qualitative research to read through a clean copy of the transcripts, and then 
we compared notes and discuss potential categories, themes and critical issues. This 
helped in verifying the accuracy of the data and the categories, themes and critical issues 
that emerged from the data. The results, discussion, implications and conclusions of this 
study strive to offer, “an in-depth description showing the complexities of processes and 
interactions [that] will be so embedded with data derived from the setting that it cannot 
help but be valid” (Marshall & Rossman, 1998, p. 195). 
The transferability of this study is adequate to allow the findings of this study to 
“be useful to others in similar situations, with similar research questions...” (Marshall & 
Rossman, 1998, p. 196). This feature is possible because the report of this study includes 
sufficient description and information on the sample, setting, data collection methods, and 
analysis that allows for any consideration of transferability. Furthermore, the theoretical 
framework of qualitative research used for this study is clearly delineated in the report, 
such that this study (and its results) may be transferable to other similar studies. 
“Triangulation is the act of bringing more than one source of data to bear on a single 
point. .. .to corroborate, elaborate, or illuminate the research in question.can greatly 
strengthen the study’s usefulness for other settings” (Marshall & Rossman, 1998, p. 197). 
In this study the triangulation of data from different sources, i.e. two in-depth interviews 
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with both parents; family background information sheet; the focus group; the member 
checks and the second reader; all of this helped support the transferability of the results of 
this study. 
The dependability of the data and results of this study do vary according to the 
amount of “changing conditions [that may] occur in the phenomenon chosen for study as 
well as changes in the design created by an increasingly refined understanding of the 
setting” (Marshall & Rossman, 1998, p. 197). This is anticipated as “the assumption of an 
unchanging social world is in direct contrast to the qualitative/interpretive assumption that 
the social world is always being constructed, and the concept of replication is itself 
problematic” (Marshall & Rossman, 1998, p. 197). Thus, fewer changes and differences 
will lead to greater dependability of this study. However, it is more important and more 
indicative of dependability for this study to be responsive to any changes that may occur. 
To facilitate this flexibility, reflection and feedback from the participants has been included 
in the design of this study, which has been described in the data collection and data 
analysis sections. 
The confirmability of the results of this study by another was facilitated by several 
features of this study. All of the data was tape recorded to ensure accuracy in the data. 
All tape recordings and written pieces of data were retrievable for verification purposes. 
Although this study is shaped by my subjectivity as the researcher to some extent, I did 
minimize it. I accomplished this by developing an in-depth understanding and empathy for 
the participants as these insights allowed me to better describe and interpret their 
experiences. In addition, I had a “research partner” to critically challenge the study and 
my analysis. Furthermore, as already described earlier, I included checking and 
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rechecking, searching for alternative explanations and negative instances in the analysis to 
support the confirmability of this study. Thus, a combination of credibility, transferability, 
dependability and confirmability in this study facilitates its trustworthiness. 
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CHAPTER 4 
RESULTS 
The results of this study are presented in case study profiles. These have been 
developed from the information gathered in the interviews and family demographic sheets. 
A ‘story’ was essentially crafted to present this information. The focus group report is 
presented after the case study profiles. This report offers a summary of the main issues 
that parents discussed at the focus group. 
4.1 Case Study Profiles 
AMANDA 
Amanda is a single Hispanic mom with three sons. She works part-time as a family 
coordinator at an El related agency. Her oldest son Frankie has cerebral palsy, her second 
son Julio has developmental delays and then she has baby Josi. Julio’s developmental 
delays are related to his premature birth. Due to his prematurity the hospital where he was 
bom sent the early intervention program to evaluate and monitor his growth and 
development. 
Julio’s early intervention experiences occurred in two parts, as there was a break in 
his services for almost two years. Julio’s first early intervention experience began when he 
was six months old and he began receiving occupational therapy. This was a very busy 
time for Amanda as she was studying and working while Julio was in a family daycare. 
Amanda and the people at Julio’s family daycare experienced many scheduling and 
communication difficulties with Julio’s occupational therapist. This unfortunately led to 
Julio’s occupational therapy sessions being stopped. Then when Julio was two and a half, 
Amanda “knew that he was behind\ he was gaining weight because he was not doing the 
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activities he was supposed to do. ” Another early intervention evaluation was done and 
they began giving him speech therapy, had a social worker visit the home, and due to his 
age they also began processing his transition to the town school system preschool. 
An IFSP was completed for both periods of Julio’s early intervention. 
Unfortunately, Amanda was busy with work, school and parenting duties of two special 
needs children which did not allow her to be very involved in Julio’s IFSP and early 
intervention services. Amanda describes this challenging time as, “I left for the college at 
7AM and I came back everyday at 6PM. So he was the whole day with the people that 
were taking care of him and eh., during the weekend I had Frankie and him, I was busy 
cleaning my house, doing laundry, doing everything and it was very hard to pay attention 
to them ...to give them therapies or something like that because 1 didn 't have time. ... I 
was in early childhood education too -1 knew what I had to do but I didn't have time. ...I 
know that its very important for me to be involved as the parent but because I have my 
other responsibilities, ... its not that you don 7 want to do something ... but sometimes the 
parents can 7 be there and it is frustrating for us because we can 7 do anything ...” 
Amanda also felt that she could not ask the people taking care of Julio to observe 
his therapy sessions, and then practice the exercises with him, and also show her what was 
done. Thus, there was no follow-up or continuity with Julio’s services. The next round of 
early intervention that Julio received was when he was two and a half years old. At that 
time Amanda was at home, as she had just finished her associates degree and she was 
pregnant with Josi and very depressed. Amanda had called the early intervention program 
for an evaluation as Julio was not talking and he was gaining weight. Julio’s IFSP 
provided speech therapy and a social worker. 
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Amanda felt that the impact of the first IFSP and the occupational therapy was 
minimal, and more frustrating than helpful. In comparison Amanda found the second 
round of early intervention and that IFSP more helpful. The social worker made a huge 
difference as Amanda says, "...she came here and she saw that 1 was very depressed 
.and she said, T'm gonna come here at least one hour to talk to you and I'm going to 
be playing with Julio and sharing with him too.' .she helped me to go out to 
understand many things that were happening and she was great. ” Amanda was 
depressed because she had just finished a bad relationship with Julio and Josi’s dad, she 
had just given birth to her unplanned baby Josi, and Amanda was disappointed to give up 
her admission at both Mt. Holyoke and Smith College to finish her Bachelor’s degree as 
she had a new baby to care for. Thus, the social worker made a huge difference as 
Amanda says, “....it was my support ....it was something that I needed. To have someone 
I could talk to and that person was understanding and wanted to help me ... that was the 
difference... that she was paying attention to everything that was happening. ” Thus, 
Amanda refers to this social worker as the most helpful aspect of their IFSP because she 
helped Amanda, she got Julio his physical therapy and she ensured that the processes for 
his transition to the town school system were all complete. 
The least helpful aspects to Amanda was the first round of early intervention 
especially as the occupational therapist was inconsistent, and never set a specific day and 
time, “She never had like a schedule ” which was frustrating. The least helpful aspect of 
the second IFSP was the fact that although Julio needed physical therapy, he never 
received the services due to lack of available staff. Another unhelpful aspect was that the 
early intervention program did not have any childcare program options, because when 
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Amanda asked if there was any center that she could take Julio to for a few hours a day, 
where he could get his different therapies, the only option was a parent child playgroup 
where parents go to meet and talk. This was not helpful to Amanda as she felt that she 
could not go with all her kids, as she would not be able to focus and get much out of the 
discussions. Furthermore, Amanda felt uncomfortable as she did not speak much English 
then and would not be able to communicate well with others there. Amanda says, "... 
they meet and share experiences but all these people speak English and because I speak 
Spanish .... now I am speaking little bit better English [than] before .... 1 don 7 feel 
comfortable enough to be with them to share experiences and everything like that 
because I think that they are not going to understand my life as a Puerto Rican person 
.... you know our culture is very different ... / don 7 feel so much comfortable. ...I wasn 7 
interested in that. They had the service but it was not for me. ” Due to her situation and 
needs Amanda felt that home-based early intervention does not work for all families. 
Another unhelpful aspect for Amanda was the enormous amount of paperwork that 
needed to be completed. She says, “Everywhere you go like 100 papers and they are 
asking exactly the same thing and if 5 people from the same agency comes they are going 
to ask you the same information and I can 7 understand that.and they say that they 
met to talk about the case; why don 7 they get the information when they are together, I 
don 7 understand that. ” 
Amanda felt strongly that a lot of socio-economic cultural factors influenced her 
experience: “ ...ifyou are poor, you have a big problem. If you are a single mother, you 
have a big problem because nobody sees you like the same person ...ifyou are from 
Puerto Rico, you have a big problem. ” Amanda felt clearly and strongly that these 
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factors influenced their early intervention experience negatively. Amanda also experienced 
a language barrier problem as while they were in early intervention she says, “I never had 
someone who can talk to me in Spanish ...now I can speak a little bit more English but 
before it was horrible. ” Amanda says that this also played a role in her stopping the 
occupational therapy that Julio was initially receiving as both Amanda and Julio’s 
childcare providers spoke minimum English at the time and had a difficult time trying to 
communicate with the therapist about her inconsistent visits, so she decided that “maybe it 
is better if she doesn 7 come anymore ” so the services were stopped. 
Amanda felt very strongly that the most meaningful part of the IFSP experience 
was having the caring social worker because she says, “...that changed everything ....this 
different person gave me the attention that I needed and she demonstrated that it could 
be different. ” Amanda also says that what she learned about early intervention and the 
IFSP is (,that for me, if I could speak English very well and if I would be that parent that 
I can stay at home and take care of the kids and not someone who has to go out and 
work, if 1 was that person - the services were going to be great. ” She also says that if the 
early intervention program had a culturally diverse staff “...paying attention to the people 
who need the attention, it would be great .... But it is not like that. ” Thus, Amanda 
decided to do something about her bad experiences. She is now working as a 
family/parent coordinator at a related agency; “I am there because I speak Spanish ...I 
know that I don 7 speak English very well, but I know the job very well. ” 
AMBER 
Amber is three-year old John’s grandmother and foster mother. They are part of a 
biracial, Black and Hispanic family. The Department of Social Services (DSS) had 
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removed Amber’s daughter’s children from her and placed them in Amber’s care. DSS 
had also ordered the Massachusetts Society for the Protection and Care of Children 
(MSPCC) to help John as he had some special needs. Thus, John soon had an IFSP and 
began receiving early intervention services for developmental delays in speech and gross 
and fine motor development. 
Amber felt that she did not have to be too involved in John’s early intervention 
services as he went to daycare and twice a month in the late afternoon his early 
intervention coordinator, Keith who is a developmental educator, and a speech therapist 
would come and give him his therapy in the home. Amber says, “Ijust had to sit and 
watch because they came just for him especially and did whatever they had to do with 
him. " The impact of the IFSP for John were evident as “....it really helped him doing 
that program, it really helped him. He got into everything after - everything. ” Amber 
juggles different roles of being “....his mom, his grandma, his teacher - everything in 
one. “ Amber is comfortable with being more than a grandma to John because she says, 
“All my grandchildren are my children. ” The most helpful aspect for Amber was the 
speech therapy because his “speech improved a lot ” and it helped him with 
communication and interaction. The main difference was because “.... he is speaking 
better now ‘cos at first he used to like say half the word and he's pronouncing the whole 
words now and.he's like into everything now ....he changed a lot. ” Amber did not 
mention any least helpful aspects as she felt strongly that “there wasn 7 like one part was 
more helpful than the next, it was equal ....all round good. The program was great. ” 
Amber felt that John’s IFSP coordinator Keith, an African male, was a very good 
influence on their IFSP, and early intervention experience as he made a big positive 
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difference. She says, “Keith is a really great person to work in this program.He has 
a way about him that the kids, they just love it. " She felt that there were no other factors 
that influenced their experience as “John was treated equal [and] if he wasn 7 [she] would 
have made a great big fuss. ” Amber found this program to be meaningful to her and John 
as she says “....it left me with a ...feeling that John was helped a great deal and without 
it he wouldn 7 be where he is. ” A meaningful lesson that she learned was that “if people 
need help they should go there and get the help because it’s a good program to be 
involved with. ” 
CINDY 
Cindy is a single African-American mother juggling parenthood, work and college. 
When Cindy’s daughter Sela was almost four months old, a friend of Cindy’s abandoned 
her eight month old baby in Cindy’s apartment. Cindy could not manage to take care of 
both babies, so she called DSS and they removed her friend’s baby. 
However, when the DSS worker had visited, she realized that Cindy and Sela may 
also need some help and so she told Cindy to consider visiting an early intervention 
program. This was because Cindy was using both drugs and alcohol. Cindy said she 
considered it because “they said they have a wonderful early intervention program 
[where] they could help [me] and [Sela] and [I] could get a counselor. ” According to 
Cindy the experience of having to call DSS to remove the abandoned baby was “really, 
really hard. But what [the other mother] did is what [she] didn 7 want to do.that 
happening made me call for help and see what was available ” 
Although Cindy says, “I was ready ” at the time; the beginning was still not easy, 
as sometimes when the early intervention therapists would come to her apartment, she 
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says, . they would knock on the door - ‘she’s sleeping' - you know the whole excuse, 
you 're not coming in here right now, you know. And then uhh Keith got me on a good 
day and ...he said we have meetings, we have programs, come on over to the group and 
umm we 'll even come by and pick you up. So I started going to the groups [and] ... 1 got 
her father involved. ” Keith, an African male, was Cindy’s early intervention coordinator 
and also the developmental educator for Sela. Cindy reflects that when she first met 
Keith, she told him that she, " ....wanted to do more than just keep [Sela] safe ....[she] 
wanted to interact with [Sela], ” 
Sela’s EFSP provided the services of Keith, a speech therapist, playgroups, parent 
support groups and a counselor for Cindy. Cindy’s involvement evolved from her difficult 
beginning to the point where she was a very active member of the parent groups, joined 
the leadership of the group and then also became a parent advocate. Her involvement in 
Sela’s IFSP experience also included using “the tricks that Keith ...and the speech 
therapist ” suggested. Cindy had felt that since she had not taken child development 
classes, Keith was helpful in helping her understand Sela’s behavior. Cindy had also 
learned how to teach Sela the alphabet, numbers and increased her vocabulary by using 
ideas from TV shows like Blues Clues and Sesame Street. Thus, Cindy clearly juggled 
different roles which she lists as mom, teacher, speech therapist, psychiatrist, disciplinarian 
and then also being a kid, so Sela can have a playmate when needed. 
Cindy believes that the impact of the IFSP and early intervention services was 
great as she says, “....now 1 am back in school. I'm a student. I’m clean and sober. I've 
learned to be calmer with my daughter. .... Oh, it's changed my life .... Keith doesn't 
realize it but he was a great big help to me. Things I would have taken for granted, I 
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don 7 take for granted anymore. I mean it impacted my life so much; 1 got involved in 
the parenting group ....I've gone to conferences and learning and that's how much of an 
impact its made on me and ....on [Sela’s] life too it's been a real positive thing. ” 
Cindy felt that she got help from everybody at the early intervention program because 
while she was in the parent groups, Sela participated in the playgroups where a range of 
therapists observed the children, and often did additional therapies with them in groups. 
Cindy also got help directly from the director of the early intervention program, who even 
visited her at her apartment, and Cindy felt comfortable to visit her in her office if she 
needed it. 
The most helpful aspect of the IFSP to Cindy was Keith, her coordinator. She felt 
that although “he was there to help Sela, ...he was also [her] therapist” as she could talk 
to him openly and honestly. She also found the team effort very helpful as she says, “me 
being out there in school now its finally come to light ...if they all work together, it will 
help the people. ” Cindy found it very special that “Keith, [her] therapist, and [her] 
doctor who was involved at the time *' all attended Sela’s birthday party. Cindy felt that 
the least helpful aspect of their IFSP was the speech therapy because “[she] didn 7 see the 
necessary part of that ” as she didn’t hear a speech problem but she still followed the 
advice. 
Cindy felt that their experience was greatly influenced by the collaborative team 
efforts and the friendliness of the early intervention program and its service providers. She 
says, ((It was comfortable there ... and it helped me be honest with the system a little bit 
more and not put me down. ’’ She also says, “Iplayed an important part in my life ... I 
was an important part of what happened to my future and that was good. ” Cindy felt that 
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details that would have normally made a big difference to people didn’t as she says, “I 
mean here I was a drinker, an alcoholic, and I was doing drugs; I wasn 7 living with her 
father and I am also gay - and it was no big deal. ” Cindy says that the people who 
worked with her approached it all as a learning experience, so that they will hopefully be 
able to also catch the next parent in a crisis. 
This IFSP experience holds great meaning to Cindy: ‘The meaningful thing is 
that I was able to change my life and feel comfortable with the change and have it stick. 
You know, 1 wasn 7 doing it for anybody else. I was doing it because I wanted to do it. ... 
I was able to do it for myself and make it stick and not feel like a failure if something did 
happen. You know, you learn from your mistakes .... 1 felt like a human being. I felt like 
a person shoidd be and not categorized. ” Cindy did comment that as an African- 
American woman, it did make a difference that she had people of African-heritage 
working with her because they identify with each other. She says that something as small 
as being able to say “we” are going to do something together, makes a big difference. 
Cindy loves the program and feels that she can always turn to them if needed. 
VICKY AND TONY 
Vicky and Tony are a White-American family with four children, an eight year old 
son and then triplets of two girls and a boy. Phoebe is one of the triplets who had an IFSP 
for early intervention services as she was diagnosed with failure to thrive soon after birth 
with very low muscle tone overall and sensory integration problems later. After birth 
Phoebe remained in the hospital for three months “based on just the fact that she wasn t 
able to eat properly and didn 7 have a correct suck-swallow mechanism. The early 
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intervention program assessed Phoebe’s needs in the hospital when she was three months 
old and she soon began receiving both physical and occupational therapy. 
Vicky reflects that her involvement evolved from “in the beginning very little um 
only because 1 knew nothing about early intervention. But as I progressed in the 
program, I decided I was able to make decisions too.As she got older 1 really 
thought I want to see her work on her speech area and they were good about bringing in 
a speech pathologist. ” Vicky was also instrumental in requesting help and guidance to 
learn oral-motor exercises and feeding tips from a therapist to help Phoebe reach her goal 
of ending tube feedings. These exercises helped to the extent that tube may be removed 
before Phoebe turns four. Tony’s involvement was different which he reflects as, “Well, 
my wife is more involved. She definitely takes the lead ... 1 was learning, it was a 
learning experience ... she mostly went to a lot of the meetings ....while I was with the 
other kids at home; she would report back to me ... I only went to a few meetings with 
her. ” Phoebe’s older brother participated in a sibling group offered by the early 
intervention program and the other triplets joined Phoebe by participating in playgroups 
together. All Phoebe’s siblings were aware that “she has acid reflux disease, so there was 
a lot of vomiting involved [and]... that there are things that she can 7 eat and ... they will 
tell her ‘you can 7 have it, you will choke. 
The services that Phoebe received are physical, occupational, speech and feeding 
therapy, a nutritionist and a playgroup. The playgroup was really important as it led to a 
good support network of families. According to Vicky the impact of the IFSP and the 
early intervention services was that, “it helped us immensely ...\fvovc\\....the aspect [that] 
there was a lot of support ... they could see umm small milestones for her that I might not 
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have picked up on ...they were very encouraging. ” The IFSP also made some differences 
in the family as, “it definitely made it easier when Phoebe was able to eat better ....much 
less stressful as a unit sitting down to a meal. ” Vicky fondly remembers that “the 
funniest thing was my son saying ‘are we ever gonna go inside McDonalds again?’” 
The most helpful aspect of the IFSP to Vicky was “the combination of 
occupational and speech therapy .... [as].... they overlappedfor half an hour ... [and] ...I 
saw a huge change in her ...everything took off the feeding, the speech, the ability to 
balance better - everything and it all sort of came together ....so its worked out well. ” 
As a very shy and sensitive child, Phoebe often took long to warm to people but Vicky 
saw that “she just really clicked with that team [the speech and occupational therapist]” 
as they carefully used Phoebe’s cues and got to know her well. Tony considered 
“everything, you know, who ever could help her or work with her ” beneficial and so 
nothing was least helpful from his perspective. The least helpful aspects for Vicky was the 
physical therapy, as she did not see a lot of results initially. Another less helpful aspect 
was the lack of follow-up on Vicky’s suggestion of cranio-sacral therapy as she would 
have liked to have it tried on Phoebe. In addition, the question as to whether Phoebe was 
autistic or not was also unhelpful as Vicky found that to be a very scary and negative 
period until it was confirmed that she was not autistic. Both Vicky and Tony felt that 
there were no other factors that influenced their experience as Tony reflects “we just kept 
an open mind for any kind of help. ” 
Since Phoebe is now three years old, they already have her Individualized 
Education Plan (IEP) as she transitions into the school system. Vicky' is happy with the 
transition as she believes the Special Education (SPED) Director has been “very 
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generous ” to them. However, Vicky decided to send Phoebe and the other triplets to a 
preschool in a different town instead, as she felt more confident about that program. 
Vicky feels that the IFSP and the early intervention services that they received holds great 
meaning for her and her family as it “enriched [them] incredibly ... [with a] networking of 
family out there [and that she’s] become much more of an advocate for [her] kids ....[so 
she has] grown because of this process. ” Tony found meaning in that it was a “super 
learning experience ” for him. Vicky also supports and appreciates the fact that early 
intervention services are free as at the time when she was so overwhelmed “it was just so 
nice to know that that was taken care of ” Vicky is very happy and grateful for all the 
early intervention help they had received and that Phoebe will be able to be off the tube 
feedings soon; as she jokes with a friend who has a daughter Phoebe’s age with similar 
problems, “when they go to their high school prom we would like them to eat steak and 
potatoes and not pudding. ” 
ANGELA 
Angela is a Hispanic, divorced, single mother of two sons. Both of Angela’s sons 
are autistic. Bevan is four and a half years old and Andres is almost three years old. 
Angela knew that she needed to get help for Andres as she says “My boy was behaving 
strangely and I have an older boy with autism and as soon as I saw him behaving 
strangely, I knew he was autistic. ” At the time though Angela was living in another state 
and the early intervention program there “...didn 7 wanna see anything wrong with him 
and early intervention program came twice to sort of evaluate him but they just sort of 
brushed him off.... they thought I was paranoid because I already had one who was 
autistic. ” Thus, Andres was only diagnosed when he was almost twenty months old when 
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they moved to Massachusetts. Angela describes her reaction with reference to a little 
story from the book “A Trip to Holland” which describes “that when you're pregnant 
you 're going to Italy, to the best place, and umm boom! When you get off the plane 
you 're not in Italy, you 're in Holland. Things change and you don't know why, when or 
how; they just change. But once you 're in Holland, then you make the best out of it and 
ummm its very hard. ...It changes your life completely. You have other guidelines you 
have to go through and uhhh other goals. Its a new path. ” 
Angela regards her involvement as "... extremely, nosily involved, very involved. I 
know everything they 're doing since the beginning ... because ....that's the only way I can 
get the most services. ” Angela’s involvement requires her to play many roles to help 
Andres, she says “ ...therapist, psychiatrist, translator - ‘cos he doesn 't talk so I need to 
translate his moods, his screams, his sighs; his speech therapist; I'm and occupational 
and physical therapist, I'm everything. ” Angela’s experience with the decision making on 
Andres’ IFSP was good as she says “Its teamwork. I come up with some options, they 
come up and then we add up and discuss them and come up with the best for Andres. ” 
Andres received the following services on his IFSP: weekly occupational therapy, 
monthly speech therapy consultations, play therapy 18-23 hours per week, an educator 
and playgroups. Angela is very happy with the services that they receive for Andres. She 
says “....they give me a break so it relaxes me a little bit umm they wear him out so he is 
a bit relaxed and by him getting services he is learning to interact with other people ...he 
is learning to communicate ....in the long run you see the big help. ” 
The most helpful aspect for Angela is that “one person coordinates everything ... 
and communication is easy. ” This is helpful because her social worker/coordinator gets 
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everything rolling .... Back and forth with the information and she guides [Angela] as far 
as where to go, who to call, what to do. ” The least helpful aspect of Angela’s IFSP 
experience was the fact that she “had to wait two to three weeks to get new tutors and that 
made Andres regress. ” Angela did not like this because she says “we lose time [and] 
when you have a condition ...time is precious. ” Angela felt that a factor that influenced 
her IFSP experience was “being exposed to different cultures even the same culture but 
different ways of thinking has helped enrich this IFSP because of everybody else's 
experiences prior, experiences with other kids [gave them] ideas for my own kid. ” 
Angela also felt that since she is very “pushy ... Thank Godfor a good social worker who 
would [calm her down] ....because that could be limiting as far as letting people get into 
the case and help. ” She also felt that being a single mom seemed to matter to some 
people. She says that “its hardfor a single mom where a dad doesn 7 really disappear 
from the picture - he really, really disappeared ...economically and everything. ” 
Angela finds great meaning from her IFSP experience as she says that “if it 
weren 7 for this Andres would still be banging his head, going around endlessly ... It's a 
way to begin their life ...its a way of opening doors and life. ” Angela also felt that “the 
fact that [her social worker and other El people] were right behind [her] so [she] could 
get more resources and stand on [her] own ... ” was important and meaningful to her. 
Angela also like the fact that the early intervention staff “treat you as a human being and 
[not just] like one more ...who [has] disabled kids” as this meant a lot to her and she is 
“extremely happy with everything they've done for Andres. ” Since Andres is almost three 
years old, they are preparing for his transition to the town school system preschool. 
Angela says, “I'm very devastated ... because the school system is nothing like an early 
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intervention program. I'm really scared and sad. ” She believes that the transition should 
be more gradual as “schools and early intervention [should] work together ...to letting go 
of that child. ” A big concern for Angela is that Andres has a week in between programs 
and “he *.s gonna regress, he’s gonna have tantrums, he's gonna have the whole picture. ” 
FELICIA AND TOM 
Tom and Felicia have two sons, and then Jenny who is 2 and a half years old. 
When Jenny was around two years old her parents noticed that she was having some 
speech problems. They realized this because “their older son [Jake] had a speech 
problem ...so knowing he had a problem, [Felicia] saw Jenny following the same 
patterns. ” This led to Felicia “looking into different programs and a parent told [her] 
about early intervention. " Felicia knew to look for programs on her own, as she did not 
get much help or resources from their pediatrician for Jake. She says “they didn 7 seem to 
be as intuned as what I thought they would be as far as speech. ” 
Tom reflects on his role and involvement as “....Iguess 'cos I'm working I’m not 
involved. I don 7 see the people coming to the house. I'm not really experiencing much 
of anything. Its just what I hear from Felicia. ” Felicia was most involved in Jenny’s 
services by being home to be present, and sometimes participate in her therapy sessions 
and by going with Jenny to playgroups. Felicia taught the rest of the family some of the 
exercises and information that she had learned, and that they needed to remember when 
they were talking or interacting with Jenny. One of them was for Jenny’s brothers to use 
the correct form of words when speaking to her because they had begun to imitate her, 
like “la-la” for lollipop. Felicia also “had to tell actually everyone in the family ... [to 
stop] pressing Jenny to say words the right way but [to] ....accept whatever she says. 
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Thus, Felicia tried to make sure that the family was involved and supportive of Jenny’s 
services. Felicia felt very involved as the therapists "were always working with me on 
different ideas ....To develop Jenny's speech patterns. ” Felicia also felt included as the 
therapists took her feedback seriously and often used it. She also appreciated the fact that 
they paid careful attention to her schedule in planning Jenny’s therapy sessions. Felicia 
liked the fact that the early intervention sessions were held at home, as it was convenient. 
One of the impacts of the program that Felicia felt was the result of being diligent 
in supporting Jenny’s speech development. She says, “ [I] didn 7 have to do with my first 
two kids umm so that was a big change for me to have her actually focussing on me all 
the time and on what I was saying. ” Thus, she felt that she was often in a teacher role 
with Jenny. Although, Felicia says that communicating with Jenny is hard since either 
Jenny, a sibling or parent will be frustrated. Nonetheless, according to Tom “it seems like 
she's making progress. I can see a difference in her speech. ” Jenny’s services include 
both speech therapy and an educator each week. A playgroup is included but was started 
late. This is because as the place where the playgroup was held would not allow 
preschoolers and toddlers to be in the same space, and since Felicia had Bobby, her second 
child, with her, they could not do the playgroup. This continued until the semester was 
almost over, when they finally allowed Bobby in the room and thus, Jenny was able to 
participate in a playgroup. 
The aspects that Felicia found most helpful were the convenience of having early 
intervention in the home, the ideas and creativity the therapists gave her, that she was 
encouraged to be present and/or participate in therapy sessions, that everyone was helpful 
and followed up on details. Felicia found these most helpful because of the convenience, 
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therapy was fun and kept her involved which allowed her to learn a lot too. The aspect 
that Felicia found least helpful was the problem that the playgroups existed but they could 
not attend it because of the lack of childcare for Bobby. Felicia believes that a big 
influence on their experience was having Jake’s speech problem first as it alerted them to 
get help. Tom says that his perspective and experience was greatly influenced by the fact 
that he is working and not able to participate more. Felicia believes “that its definitely 
and excellent program that [she’s] been happy with ....[and is now],.. .trying to educate 
people out there ....that these services are available [and that] its free. ” The meaning 
that Felicia takes from this experience is positive and Tom says it give him hope “like an 
optimistic feeling ...that this will help Jenny. ” 
JOSH & TARA 
Josh, Tara and their two sons. Jack and Mitch are an African-American family, 
with both Josh and Tara juggling parenthood with studying, and work as well. Jack is 
their nine-year old biological son and when he was almost six years old, both Josh and 
Tara knew they wanted more children but Tara had decided that she wanted to continue 
graduate school and did not want to have another biological child. Thus, they became 
foster parents to Mitch when he was thirteen months old, and was placed in their care for 
being abused, and neglected by his biological parents. Mitch was bom addicted to cocaine 
and had developmental delays, as well as attachment issues. Thus, he was already 
receiving early intervention services based on his IFSP when he came into their care from 
DSS. Despite his special needs Josh reflects; “we decided after a short time that we 
wanted to adopt him. He fit well into our family ...we thought it was a perfect 
opportunity to try to help a child out and also increase our family. ” 
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Josh and Tara found their early intervention coordinator, Keith an African male, 
who was a developmental educator to be very helpful to all of them. This was because 
Keith “was originally with Mitch's family situation, so it was easy to transition ” because 
Keith was the one familiar consistent person to Mitch during the transition period. Both 
Josh and Tara were very involved in Mitch’s early intervention services. Tara shares that 
“everything that went on with Mitch, we talked about. Josh and I were basically there all 
the time ... then our schedules got really busy so either he or I would be there. ” Josh 
reflects that being an involved parent in Mitch’s IFSP, and early intervention services was 
easy as he says “I have a huge family so a lot of things just came naturally to us ...the 
nurturing, the closeness and things that he needed. ... em my father passed away when I 
was six years old .... 1 still yearn for that relationship with my father.... 7 never want my 
sons to feel that emptiness that I feel so it's very important that I’m involved and I’m 
there. ...It really is like a measuring stick for me. ” Tara describes how they kept their 
older son Jack involved; “we also talk to Jack you know not so much to make him afraid 
...just to inform him ... [find out] how he was feeling about things ...sometimes he would 
sit in with play therapy. ” Jack did not participate in any sibling programs and he fit in as 
his role as big brother, which Josh describes, was “as normal as it could possibly be. ” 
Josh and Tara’s dedicated involvement in Mitch’s early intervention led to 
adjustments and even some new roles. One of the adjustments according to Josh was 
“because Mitch ...had night terrors, so we would have to have 24 hour care and we 
would have a bed down [stairs on the first floor] ...so we could take shifts because we 
would have to sleep real close to him. ” One of the roles they played was that of being a 
driver; “...we called Mitch the president because he had so many appointments. Em, 
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constant doctors appointments so we were like his driver... ” In supporting his services 
they also were in the role of physical, speech and play therapist at times. Mitch’s IFSP 
provided weekly speech, physical and play therapy, playgroups, a nutritionist and a very 
caring involved coordinator Keith. Josh says that the impact of the IFSP and the early 
intervention services on their family was that “ ...it made things so much easier for me and 
Tara because it took some of the pressure off us to, you know be everything to him. ” 
This was significant because Mitch was “afraid of strangers” but with time with “the 
therapists he began to forge relationships [and] ... to build his confidence as far as 
interacting with people. ” Tara shares that additional impacts that the IFSP made were 
“very helpful ....[as] people like Keith ....coulddirect us on certain things to do that 
would help Mitch ....and he was always reassuring ...also we had someone to advocate 
for us.when we would go to family reviews ....and I think that it did have an impact on 
them deciding whether or not they should remove Mitch from our care ....so we 're very 
grateful for that aspect. ” 
Both Josh and Tara mentioned that the most helpful aspect of their IFSP was Keith 
as Josh states, ‘‘Keith was good at getting the services that we wanted ... that was most 
useful ....to have someone ....you know go out ....andfind the right services. ” Tara 
reiterated this by adding that Keith was most helpful “because he was involved with Mitch 
before [they had him] ...he developed the service plan ...and guided” them. In addition, 
Tara felt that none of Mitch’s services could be considered least helpful as the services just 
changed as Mitch matured, “but when he needed them, he had them and they all played 
an effective role. ” The only disappointment that Josh mentioned was that the schedule of 
“the speech therapist was ... inconsistent ” which led to Mitch regressing sometimes. Both 
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Josh and Tara felt that there were no other factors like socio-economic or cultural factors 
that influenced their experience as Josh says “people treated us as we treated them 
....people had an idea of who me and Tara both were as people and 1 think they show a 
certain respect for us. ” Tara did add that being students did make it difficult but they 
were good at juggling their schedules and having “family time together. ” 
This experience with early intervention was meaningful to Josh as it gave him a 
chance to learn more about his relationship with Mitch, and he did not see it as “any 
different from Jack's. ” It also gave him the knowledge and experience, “that there are 
people out there that care like he cares. ” The meaning that Tara finds from all this is that 
“through this we got a son ...and he's not going away and that's the best thing. ” 
LACY AND WILSON 
Lacy and Wilson are a biracial couple as Lacy is White-American and Wilson is 
African-American. They have three daughters and it is their youngest daughter, three-year 
old, Tammy who has an IFSP due to a speech development delay. Tammy’s speech delay 
was a concern for Lacy and Wilson but it was only confirmed during a preschool screening 
program at Tammy’s childcare center. This led to more involved evaluations and an IFSP 
was developed to provide early intervention services to help improve Tammy’s 
articulation skills and speech in general. Tammy’s services included weekly visits by a 
developmental educator at home and a weekly speech playgroup. 
Lacy is most involved with Tammy’s early interventions services and Wilson 
describes her dedication as, “Lacy has spent a lot of time researching and developing 
with the coordinators ....whatgoals ....Tammy needs. ” Lacy shared that when it came to 
deciding on services she appreciated that there was a range of options and 
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recommendations that they could choose from. Everyone in the family is involved in 
helping Tammy practice her speech and oral-motor exercises and in trying to help her 
improve her speech. Wilson shares that even “her sisters spend time trying to interpret 
what she is saying and also trying to give her points to reference from ” when she is trying 
to say something. Wilson’s involvement evolved as he was initially busy with school and 
work, but when his semester ended, he began attending and participating in the speech 
playgroups with Tammy and helping her with her exercise even more than before. Wilson 
says that he enjoys the playgroups as “the instructors there give the parents something to 
do also. So.we're part of the interaction. ” 
Lacy sees an impact on family roles and relationships directly from Tammy as she 
is now more confident and assertive. She is also communicating more with her sisters and 
she began to assume a “less passive role as far as play ” activities are concerned. Wilson 
says that having an IFSP and early intervention services “has sharpened our resolve to get 
Tammy the services that she needs. ” Wilson adds that Lacy also benefits from the 
services as she is most with Tammy “So the rhythms and things that they have helped 
Lacy to learn, and Lacy has helped Tammy to use when Tammy is becoming frustrated 
because Tammy is having a difficult time articulating her desire ” helps Lacy. 
Lacy believes that the individual speech therapy at home with the educator is the 
most helpful aspect of the IFSP for Tammy as “she gets more attention ....its less time 
transitioning than when she ’s with other kids in a different environment [at speech 
playgroup, however at the playgroup] ...as a parent I get a chance to talk to other 
parents ” which Lacy appreciates. Wilson on the other hand believes that for himself as 
a dad the most beneficial aspect of the program is the playgroup. That's where I get to 
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watch her social skills being developed and to watch her struggle with language ....[and 
to watch] the staff work with her instead of allowing her to lose that thought they help to 
draw it out more .... [and] to become more articulate” Both Lacy and Wilson do not 
regard any aspect of their IFSP to be least useful as Wilson says “anything that 
encourages her to speak in my mind is of value. ” Lacy does mention that it would have 
been helpful had Tammy begun receiving early intervention services earlier. Lacy felt that 
there were no other factors that influenced their IFSP experience. However, Wilson did 
have an initial opposition to having an IFSP because of his concern that Tammy would be 
labeled as “one other child of color as a statistic ... I'm a staunch opponent of labels. I 
find that once you've been labeled by an educational process, that label follows you for 
the rest of your educational career. ...1 didn 7 want that type ofphenomena to happen to 
my girl. ” He added that his hesitation for an IFSP and concern about labeling also, “was 
about me having to deal with that stigma of race, ” and that these two issues did initially 
influence his opposition to an IFSP. 
Lacy found the IFSP services to be meaningful, as it also helped them plan ahead 
for Tammy’s transition to the local town school system preschool and related services. 
However, Lacy did mention concern about the long time lag of a whole summer between 
the ending of early intervention services and the beginning of the new program for 
Tammy. She says, “Its those earlier time frames you want to try to get” to have a better 
chance at improvement and not to have to waste time waiting between programs. Wilson 
believes that “Children need to be developed as fully as they can .... [early intervention 
needs] to expand at least through age 4. I think that 3 years old is too fast of a call. 
Wilson considers their IFSP experience to be a meaningful “value added type of situation 
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....the process has been a very enabling process for my family. It has enabled us all to 
grow and to understand some of the issues that go along with speech pathology and 
speech development and ummm ....Its also helped my family too because I'm hearing 
impaired so that they have to learn to speak up, you know so its had some dual effects. ” 
MARIA AND VINCENT 
Maria and Vincent are a Hispanic/Russian family with two sons. Anton is their 
older two and a half-year old son who is receiving early intervention services. By the age 
of two Anton was not speaking much at all except for approximately four words. Vincent 
was extremely worried and wanted to get help for Anton. Maria was less worried as she 
spoke with other mothers because she felt they “were more experienced, since this was 
[their] first child. ” The other mothers had reassured her saying, “every child develops at 
their own pace ” so Maria did not think Anton’s speech delay was a big concern. 
Maria was also hesitant to get help or an evaluation when Vincent, or their doctor 
suggested it as she was afraid of Anton being “labeled” which was her experience as a 
child: “You know being Hispanic, I only spoke Spanish when I started the school system 
and I was put into speech therapy ... it was a program for many years that they kind of 
stripped that Hispanic soundfrom any children who had it ... Its very hard to get rid of 
that label ....if they say you 're delayed ....you 're always delayed ....and I didn 7 want that 
at all for Anton. ” Thus, it was only after Maria understood the IFSP process more, 
especially regarding issues like parental input, consent forms, choices, and options of 
services, and that is was confidential — only then did she agree to have an IFSP for Anton. 
They used a referral from their pediatrician based on their concerns about Anton s delayed 
speech development to contact the local early intervention program. 
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Both Maria and Vincent were very involved in the development of their IFSP and 
in Anton’s early intervention services. In the beginning Vincent was able to take time off 
from work to attend meetings and Maria has been there throughout for meetings, 
playgroups and therapy sessions. She states, "... I'm always involved in everything he 
does, he's never alone or isolated or by himself in any of the process. ” According to 
Vincent, once they had the initial diagnosis and plan complete “almost all involvement is 
on our part ... we ... follow a few rules when speaking with him ...we use certain 
approaches to coax him to want to speak and it seems to be helping. His vocabulary has 
started to grow very rapidly ... we just follow that good advice of the early intervention 
people. ” 
Anton’s IFSP has made a big impact on family life as Maria says, “I think it has 
probably made me more involved in Anton's life. I was working nights when he was a 
year old. He was looking at a lot of TV, he wasn 7 interacting with a lot of kids because 
I was too tired .... to really take him anywhere. ... And once we started the El program 
...they got us into the Family Center [and] the speech therapy playgroup andjust the 
amount of time that he spends with other kids makes him more social and I think that for 
our family unit it makes more social also. ” Both Vincent and Maria, feel that Anton is 
communicating more which has both increased and improved interactions. Maria 
describes this progress as, “You 're saying something and you feel like there's a reaction, 
whereas before he kind of ...gave you a blank stare and you didn 7 know what he was 
getting and not getting. ... It's been a real big difference for us. ” Vincent added that 
Anton’s “vocabulary is growing by leaps and bounds. ” 
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The services that Anton receives on his IFSP include speech therapy once a week 
at home, a monthly visit by his case manager, an integrated community playgroup and a 
speech therapy playgroup once a week. Both Maria and Vincent felt that the most helpful 
aspect of Anton’s IFSP was the advice and recommendations they received. Maria says 
that, “they were so simple and yet we didn 7 seem to be able to see it ourselves ...my 
husband speaks Russian to him only and I speak English and sometimes ...we both were 
speaking to him in two different languages ...simultaneously saying the same things” 
which had to stop. Other ideas that they learned that Vincent shared are, ”... things like 
...when he wants something I'll hold it back from him and try to get him to articulate his 
desires instead of just having him grunt and point, [and] ....keeping the communication 
itself simpler. ” Maria also felt strongly about the playgroups being very helpful: ‘7 think 
the playgroups have made a tremendous difference ...having children speak to him as 
opposed to adults, 1 think helped him sort of get to kick start his speech. ” Both Maria 
and Vincent did not find any aspect of Anton’s IFSP unhelpful. The only inconvenience 
that Maria did mention was having to travel to the next town for the speech therapy 
playgroup, but then she recently found out that there will soon be one in her town to 
eliminate that inconvenience. 
Vincent shared that some factors that may have influenced his experience was 
firstly that he was open to it and not afraid as he has a college background. In addition, an 
influencing factor that led to his initial concern to have Anton checked out was that, in 
Russia in general and in his family especially, [speech] tends to develop very early. 
Maria felt that a factor that influenced her experience and made her more comfortable, 
“was that there [were] other minorities in the group ...as [she] was a little bit concerned 
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that [she’ll] be the only Hispanic ... [also] because [she] grew up in a diverse place and 
[she] wanted that for Anton also. ” Another important factor for Maria was that their case 
manager “...wanted to apply for continued speech program in preschool for [Anton] and 
.... 1 was very hesitant about it ... because 1 really don 't want him to start in the school 
system saying he needs help. But I also don 7 want him to not get the care if he needs it. 
So I'm balancing that and they're very ...nice about helping me overcome that.... 
Because if I felt pressured then I think I would withdraw ...and probably be very resentful 
.... I thank them the most for just letting me breathe a little bit ... " 
Vincent says that he found this experience to be meaningful because, “...it helped 
us help Anton speak better ...it gave me and my wife ...peace of mind in that ...it's not a 
total unknown that we are facing any longer.... We have some idea what it is and ...what 
can be done about it.'' Maria found the IFSP and El services meaningful as she says “as 
a family its just made us to be able to communicate which was a big problem before ...so 
that's a big relief for my husband and .. .for me and definitely our son is not quite as 
physically anxious anymore. Since he couldn 7 speak ...he was lashing out and biting 
and a lot of hitting or stomping around... So that's meant a big behavioral change in 
him ... and he feels, 1 think a little more empowered with it. ” Maria also added that it 
made a big difference by being a free program. 
MANPY 
Mandy and Tod are a middle-class, White-American family with four children. 
Howie is three years old and is diagnosed with Pervasive Developmental Disorder (PDD). 
Howie’s regular pediatrician had originally suggested a hearing test as Howie was ...not 
showing signs of talking, babbling, things like that....' according to Mandy. Thereafter, 
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Howie was seen by a special needs pediatric doctor, and then the local early intervention 
program, which led to the development of his IFSP. Mandy was already familiar with the 
program as Howie’s older sister Betty had received speech therapy services from them. 
Mandy was very concerned about Howie’s development as at that point he was two and a 
half, and had already "... lost a lot of time. ” Mandy is very involved in all aspects of 
Howie’s IFSP and together with the El program, they decided to use the Greenspan floor- 
play and modeling intervention approach with Howie. 
Howie’s IFSP originally focused on a developmental educator working with him 
for two hours at home five days a week doing the Greenspan therapy. Then Mandy said 
to her case manager, “1 think he needs kids. So for two days now ....he goes and spends 
time with a friend of mine who has a preschool [with] kids his own age who don 7 have a 
disability which is very important - he's doing great. ” In addition, at Mandy’s request, 
speech therapy was also added to Howie’s IFSP. Thus, Mandy feels very involved in the 
decision making process of Howie’s IFSP. Mandy’s involvement also included many 
other activities that she does with Howie: “So I'm working diligently with this kid trying 
to get him to open up... he knows his colors... I do take a lot ofpride in the fact that I’ve 
worked with him. ... So he can count, he knows his ABC's ... But he's still having the 
social [manifestations] where he 'll still take, his favorite thing is - ‘airplane, airplane, 
airplane.' That's when you 'll see the autism come out ... But in the past ...month ...he's 
been able to put it down, you can take it away from him and he doesn 7 have an issue 
with it. ” Mandy describes Tod’s involvement as, “Tod spends a lot of time with him, I 
work really hard with Howie, ... I don't give him a lot of LOVE [emphatically referring to 
rolling around and playing] per se, I 'm working with him. So when Tod gets home that s 
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when they get on the floor and they wrestle and play like a normal child ...” Mandy says 
that although she can do that kind of involvement too, “...it's more important that my son 
learn and grow up and become to his level, reach his goal " As a very involved mom 
Mandy says, “...on a scale of 1-10, my role is a 10 absolutely. ” Howie’s other siblings 
are also involved as they read to him, play with him, and get excited for him when he 
learns something new. Their family involvement includes the dog as well, when Howie 
gets to point out the dog’s ears and eyes. 
Mandy’s view on the impact of the IFSP and the El services is, “...the 
combination of my work and the other people's work, its been a really positive thing 
...when you see your kid getting better and the whole family ’s involved... ” Mandy also 
adds that with regards to the amount roles she juggles, “1 'm his friend, I'm his mother, 
1 ’m his teacher, I ’m everything to him, you know and so we all are. ...it’s everyone in the 
family ...everyone has their own role. ” Her reflections on her high level of involvement 
are; “Quite frankly, its taken away from my other children ...I'm tired at the end of the 
day.... So that’s quite hard, but ... I just do everything and it ’s no problem because, you 
know, he's my son and 1 don 7 mind. “ 
Mandy found the intake and the exit aspects of the IFSP most helpful because, as 
she describes at the intake “You see your child, you see the problems, you see the issues, 
you get yourself a gameplan ... but when you leave you see a budding flower and you 
know ....it was worth it. ” The least helpful aspect for Mandy was, “ being overlooked 
with the speech therapy ...because Howie lost so much time. This happened in the 
beginning of Howie’s El program when his developmental educator thought that Mandy 
was working on speech with Howie, and Mandy had thought that she was, which led to 
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Howie missing almost six weeks of speech therapy. Mandy was very upset about this as 
she says, "... that was really bad for someone whose family is working pretty hard, to let 
my son slip through the cracks like that. ” Another least helpful aspect for Mandy was 
unhelpful meetings with some of the El staff; "... / know what I need to do with my son. 
Don 7 call a meeting at my house and then I have to disrupt my life to hear you say the 
same thing I know. ... I don 7 need this. You ’re wasting my time. ... But um overall El 
has been pretty helpful... ” 
On factors that influenced her IFSP experience, Mandy found it difficult to keep 
her other three children quiet, and out of the way while Howie was having therapy 
sessions. This was challenging even at times when she took the other kids outside 
"... because if Howie sees them outside then he wants to go outside. ’’ A factor that is 
influencing Howie’s transition to preschool that Mandy finds very challenging is the 
superintendent of the town school system. Mandy originally contacted him to find out 
about Howie’s placement, the program and his new teacher’s qualifications. According to 
Mandy, the superintendent’s response was, “basically he told me it was none of my 
business and I didn 7 have a right to know. ... I’m on the phone with my congressman. 
...I’m not gonna let this go. He's been a really hard man to work with. ... So, he’s been a 
negative impact... ” Mandy reflects that she also does find it odd and has an issue with the 
fact that of her four children, it’s only the two born in MA at the local hospital with the 
special needs. 
Overall, Mandy believes that the IFSP and the El program has been a good 
experience, not just for Howie but also for herself; "...I’ve learned ummm how to raise 
even the children without disabilities a bit better... It’s helped me be a better parent... 
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It’s helped our family in a positive way as I've said before, that we can all work together 
for one goal, you know. ” Thus, Mandy feels that it was not just El that made a big 
difference as, “They come, they do their job, they leave ....and we just take it from 
there... ” Mandy is very clear that "... there were several different people in El who have 
really worked with me and have worked hard but I give myself as much credit as I give 
them. ” Mandy also firmly believes that El has, u...enrichedour lives ...now Em more 
political about this or assertive... when it comes to taking it up for my kids. So, its been a 
positive thing... ” 
JENNY 
Jenny and Ravi are a bicultural middle-class couple with four children. Jenny is 
Caucasian-American and has two sons from a previous marriage. Ravi is from India and 
has one son from a previous marriage. All their sons are teenagers and together they have 
Johara a two-year old daughter. Ravi was unable to join in the interviews, as he is busy 
juggling his jobs as a nuclear physicist managing a nuclear plant, teaching at a university, 
and finishing his law degree. Jenny is a stay at home mom and a nurse by profession, 
which proved to very useful for taking care of Johara. At the time of Johara’s birth and 
first few months of life, the family was living in the Mid-west of the US. Ravi was 
working in the Northeast and commuted home for weekends. 
Johara was born with a condition called Pierre Robin syndrome which Jenny 
describes as, “ ...a combination of a small jaw and a cleft palate in the roof of the mouth 
....andfor Johara she didn ’t have the ...cleft lip; she just had the cleft palate ....and the 
opening to the nasal passage. ” This condition led to great “difficulty breathing and 
eating ...she definitely needed a trache to help her breathe [and] she was no longer able 
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to keep her food down, ” so she was also diagnosed as ‘failure to thrive. ” Johara’s 
doctors waited until she was eighteen months old to repair her cleft and remove the 
trache. Jenny describes that unfortunately, ",because she was still vomiting everyday, it 
ripped the stitches open in the cleft, so the uvula's actually split ...and that split is 
...gone back up to the roof of the mouth, about an inch long” which will now be repaired 
when she is older. Nonetheless, the removal of the trache did eventually reduce the 
vomiting “...now it was just once a week instead of each and everyday. ” Johara did have 
five more surgeries in a period of four months to remove scar tissue which had only left 
"... the size of a pinhole for air to get in and out. ” Thus, Johara was finally able to 
breathe better. 
The other main problem with Pierre Robin children is eating. To help Johara eat 
and get enough nutrition Jenny described a G-button that was inserted, which involves the 
insertion of a tube in her stomach that has to stay in place for one month to establish a 
tract from her outer abdomen to her stomach. When the tract was established, the tube 
was removed, and then the Mickey button was inserted to use this tract and is essentially: 
“A cute little twirl like a little doorway into her tummy. ..../ can actually take her baby 
food or formula and put it through a syringe or a tube into her tummy. I can give her, 
her medicine that way. ” Johara’s growth was in the 5% range and within a month or two 
it was in the 50% to 75% range. Johara soon had the strength to able to hold her head up 
while she was on her tummy, which was a big accomplishment. Now the task at hand was 
to teach her how to eat and get nutrition through her mouth. Thus, Johara needed El 
services and was ready for them. 
Jenny had accessed different types of El services. One of which was the Kylie 
Mulligan program, which provides a nurse to help with caring for Johara at home. Jenny 
had applied for this program when Johara was six months old and they had just moved to 
MA. Although, they were soon approved, it took Jenny a while to begin using the 
program as she was anxious because she says, “1 had a fear of relinquishing the care of 
this sick baby to someone else. ” When Johara was around nine months old, Jenny 
contacted the local El program. The El program did an initial evaluation meeting at home 
and then a full assessment with a team of therapists at the El center. Thereafter, Johara 
began receiving physical therapy once a week at home to work on “muscle building 
exercises, developmental things to help her ... [as] Johara wasn 7 even rolling over 
... [and] had a lot of growing to do.... ” Jenny had also contacted the nearest Shriners 
hospital and made use of their services as well. 
The family involvement was mostly centered around Jenny as with Ravi being so 
busy, she says “...he is unavailable. But that's ok, I mean we have a division of 
responsibilities ... I was the sole caretaker for Johara and I have been since day one. ... 
We have three sons who are teenagers...and they don 7 want to be involved in diapers 
and feedings... ” Although, when Ravi found out about Johara’s condition, he was willing 
to put the completion of his law degree on hold but Jenny refused believing that, ...when 
you have a tragedy or just something difficult, just stay on the same plan for one year 
...in our case a sick baby. So we made it through... Thus, Jenny was most involved in 
acquiring and participating in Johara’s IFSP and El services. However, Ravi and Jenny 
did engage in discussions when it came to decision making but their approach was 
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essentially that “...you have to go with your mother's instincts and trust them because 
they are usually right. ” 
Jenny believes that Johara’s IFSP and the different El services she has received, 
has made a positive impact and significant difference. She believes that all the services 
made it easier for her to be Johara’s sole caretaker in the family because sometimes when 
a family is faced with the challenge of a sick baby some spouses “....can tell you they want 
a divorce.... And so I think because I didn 7 have to rely on him for help but I could use 
the nursing care that the Kylie Mulligan program provides and 1 could use El and the 
Shriners hospital for whatever assistance 1 needed....and the end result is that we are still 
happily married and going on with life and I think that the programs... helped achieve the 
goal of getting a healthy child and maintain the family unit ....without all those things 
who knows what would have happened. ” Jenny also shares that a huge impact was that 
“...you go from being so sad ....thinking that this baby is not growing, she's never going 
to crawl, never going to walk ...to ...it all coming together. ... Johara is now 21 months 
and a good little runner, crawler, climber, everything just 100%. ” 
The services that Johara received included the nurse, physical therapy and a 
nutritionist. The most helpful aspect of Johara’s IFSP was the physical therapy because 
after her cleft repair surgery Jenny describes that, “ ...Johara was several months old but 
she was the equivalent of a two month old and still going backwards. ” On the contrary 
once the physical therapy goals were met, after a few weeks of continued weekly physical 
therapy, Jenny felt that it was not helpful anymore and that they “....needed the gift of 
time ...so now they just come quarterly. ” Due to Johara’s progress and Jenny s need to 
have time and space to move on, she did also reduce “the nursing [care] instead of 24 
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hours a week, they just come for 6. And we ’re letting go of all this and moving on. ” 
Jenny is aware that Johara needs speech therapy, but she wants her to just have a break 
from therapies and “...to just babble and explore working with her own mouth. ” 
According to Jenny an important factor that helped influence her experience was 
that, “Johara was lucky ‘cos 1 was a nurse... So 1 was familiar with... ” suctioning and all 
the medical equipment they needed at home. It also helped in understanding all the 
medical terms and procedures that were happening. Another important factor that Jenny 
identified, was that they were not lost through loopholes and that they received all the care 
and services that Johara needed: “when she was born with this cleft immediately before 
we left the hospital we knew who the cleft team was and it was all squared away. These 
are the names, here are your appointments .... So they actually initiated it. ” Jenny says 
that she takes this meaning from her experience with El and the IFSP: “...you go through 
life and you'd like to think you can deal with life and handle things that come along but 
all of a sudden when you have a sick baby ...and you know you can 7 handle it all on 
your own, so you tap into your community resources [like El] and ... how nice to have a 
healthy baby at the end of this road... ” 
JANE & SARA 
Jane and Sara have five adopted daughters, one toddler, a preschooler, two 
elementary aged daughters, and one in high school. At the time of our meetings Rina was 
a toddler at two and a half years old, and almost at the end of her IFSP experience. Rina 
was adopted at eleven months old from an orphanage in India and needed immediate heart 
surgery. Jane and Sara were familiar with early intervention services, so they contacted 
them prior to Rina’s arrival and waited till after her surgery to do an assessment. The 
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family was prepared for the fact that Rina would have needs after the surgery as Jane says 
that “...we knew before she came she was quite delayed and also that she would have 
some post-op physical issues. ” An assessment was done one month after surgery and 
Rina began physical and speech therapy. According to Jane “1 think to us ...our thoughts 
were that PT was the most important piece because ...she had no muscle tone ....speech 
we were not worried about ...at the time. ” Rina also participated in an early intervention 
playgroup to help with her social development. 
The family’s involvement was led by both parents as Sara describes, “Asparents 
we were equally and intensively involved to a great extent, particularly with speech. We 
were the only ones involved in reinforcing her lessons or exercises, her siblings were 
there for normalizing life for her. ” Sara explained that the siblings role of “normalizing 
life ” for Rina was important to both her and Jane for Rina’s development and joy of 
growing up. Jane did add, “As time goes ..../'m less conscious of the goals ...and that 
doesn 7 seem all that inappropriate to me, 1 mean as we are looking to her getting to be 2 
and a half and moving out of early intervention. ...she has come along with her skills 
...the goals are less specific or we 're less aware of them ...just in terms of the process. ” 
In addition Jane felt that with regards to the development of Rina’s IFSP, “ ...with one 
exception ...we've been fairly passive ... Part of that may be because we 're not all that 
...worried about her. .... I think we've a much more relaxed approach to [her needs]. ” 
Thus, both Jane and Sara focus their involvement on being actively engaged with Rina, 
rather than on the bureaucratic details unless they disagreed with something important to 
them which did happen and is discussed later. 
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Both Jane and Sara felt that the IFSP and El services did impact their family life. 
Jane felt that as a mom she was ‘ ...less isolated as the networks were very supportive 
[also] I learned how to measure progress differently and be more relaxed about 
milestones. ” Jane also added that “...as a family, we felt acceptance and support from 
the staff ” Sara felt that the IFSP had positive effects on their family and its individual 
members. According to Sara, “Rina's improved speech and attention span improved her 
communication which made her more available and rewarding to integrate into their 
lives. ” Sara also added that although she did not think that some exercises were 
necessary, “....none of the exercises had a negative effect. ” The services that Rina 
received on her IFSP as listed by Sara included “speech, physical therapy, the 
educational visits and the playgroups. ” 
The most helpful aspects changed with Rina’s growth and development. This 
flexibility was in itself a helpful feature of Rina’s IFSP according to both Sara and Jane. 
Sara found the most helpful aspects to be as she describes, “...in two parts-first, the 
discrete professional services targeted at a specific area with an intensive focus on 
remediation, i.e. the physical and speech therapy that Rina received. Secondly, the 
parent/child playgroups because they created a space to talk to parents going through 
the same thing and a safe space for Rina which provided a relieve from comparisons. ” 
Both Sara and Jane appreciated that there was no pressure at the playgroups for 
“comparing whose child can do what ”, which they experienced in other social settings 
and does not feel good to the parents. Jane describes the atmosphere at the playgroup as 
“...it ’5 a lovely, lovely break. And I think that's one of the things that keeps me [going] 
back... I think the group has done a really nice job of celebrating each kid. The 
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playgroup is also considered fun and successful since it offers Rina an opportunity to 
participate in a social setting. The moms like the playgroup as it also serves as an 
opportunity for them to meet other parents and do some networking of support and 
resources. Other helpful features mentioned by Jane was that “physical therapy has been 
[most helpful but it] ...is now being replaced by speech [because] ...we ’re very 
comfortable with her motorically now and ...we ’re very worried about speech ...." They 
liked the flexibility of changing the focus on Rina’s needs as her development improved. 
Some least helpful aspects that they experienced are concerned with the services 
provided. According to the assessments, Rina has social and cognitive delays. However, 
the parents do not see any goals to facilitate her cognitive development. As expressed by 
Jane; “ ...she has scored very low cognitively .... It’s not clear to me what services are 
designed to match those [needs] ....if she tests that poorly or that off the mark, then 
ummm, then I haven ’t quite understood why she’s getting the services that she is getting 
and not other services. ” Also, both parents did not agree with the Stanley Greenspan 
approach that the service providers really liked and were excited about. This approach 
was intended to facilitate Rina’s social and emotional development which according to 
Jane, “...we didn't think they were lacking... ” anyway. They felt that their opinions were 
unacknowledged and as Jane expressed; “So we had to be fairly aggressive about 
...refusing to have that and there was still a fair amount of resistance because El was 
very much excited about this... ” Jane says that it was only until they specifically wrote on 
the IFSP form that they want the right to refuse treatment that “...everybody kind of sat 
up and said, \you really don 7 want this ’ ... [so] it was very difficult [for] probably about 
a month or two ... [and] ...we were about to just refuse services all together ....at that 
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point we felt very much outside of the process. ” A least helpful aspect mentioned by Sara 
was "... the bureaucratic language used in the IFSP in formulating goals and outcomes 
... the language sounds dumb! ” She also felt that the language did not reflect that the 
IFSP was for a child as it was very formal. Both parents were also dissatisfied with the 
assessment process as Sara says that she often found them “...depressing and a little 
hard. ” Sara also added that "... the range of normal is always so narrow, it did not allow 
enough for individual uniqueness or characteristics. ” Jane mentioned that “...the 
assessment pieces have felt strange, I mean they use funny tools ...and yet they have all 
this access to her in her natural environment [so] ...it seems like a waste of time ...with 
that stuff. ” In addition, Sara says that she approaches the testing being “...very clear that 
it is culturally biased and old fashioned. ” 
One of the factors that may have influenced their experience as a family was that 
Sara "...felt that [her] work in the special education system in schools allowed [her] to be 
very familiar with the [service] delivery system ....[and] that the providers were aware of 
her experience. ” In addition, both Sara and Jane felt that Jane’s occupation helped them 
as a family to be better prepared to understand the process and the development of the 
IFSP. Jane also felt that as a family they were not intensely concerned about Rina’s 
special needs. Jane felt that this was because, “We both lived overseas a fair amount and 
hcr\>e seen different kinds of approaches to [childrearing and] ....we’ve both been kind of 
skeptical of the high stimulation requirements of the American culture. ’ Another factor 
that influenced their experience especially in the beginning was having the services 
delivered at home which Jane describes as "...thepiece that took us the longest to get 
used to. ” Jane adds that they initially felt “...if there was a need we should go somewhere 
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to have it met and coming into the home felt a little bit intimidating, quite frankly, at first 
when we cleaned out the first couple of times [and now] ..../ think in fact that's certainly 
one of the best features.... ” Jane also cautions that “...we have to be careful about 
....having it become too casual [because it] ...it gives the adults and child a chance to not 
pay as close attention to what we 're working on. ” Sara also added that another factor 
that influenced their experience was that often Rina “ ...would be the only child of color 
and also there were no other staff of color ...and this affects ....the lens through which 
people view people and children and situations. ” In addition, Sara felt that within their 
“...extendedfamily andfamily, there is a wide variation of people and who they are 
[which] ....makes [them] feel comfortable with Rina - who she is and her strengths and 
her areas of need. ” Sara also mentioned that although she did not feel any bias regarding 
the fact that she and Jane are a homosexual couple, she did feel bias due to the fact that 
Rina was adopted. She felt that "... there is always the expectation that she won 7 do as 
well as other kids [and that] ....there is also the belief that ....the situations that the 
adopted children are coming out of tends to be so much worse, that they will always just 
benefit from early intervention ....[and] ....that physicians refer adopted children to early 
intervention very easily and quickly. ” 
Sara shares the meaning that she takes from their IFSP experience: “It's a deep 
personal experience having a child with a disability and having a system as effective as 
El gives me the confidence to do it again as the outcome was good for the child and the 
family. ” She adds that El allowed for “...a negative to be translated into a positive. ” 
Sara also realized that there were many other people who may need El more than they do 
but did not get it and it “...was an affirmation for [her] that with more education and by 
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being middle class [they] are able to have more. ” Thus, Sara felt this increased her 
confidence in her goal to “...make a difference with the rest o/[her] life” by trying to help 
others. Jane felt that this experience “ ...confirmed [her] respect for the work with young 
children [as] ...the work is impressive ... [and] that how these young kids are doing is just 
as important as other kids. ” Jane added that the “...respect and appreciation for family 
in El is hard to match in other settings. ” 
IRENE & BOB 
Irene and Bob Smith have two children, Nick an elementary aged son and Ciara 
their preschool aged daughter. During her second pregnancy, Irene noticed that she was 
gaining a lot of weight, more so than her first pregnancy. Her doctors brushed it off as 
each pregnancy being different and that she was older in her second pregnancy. 
Nonetheless, Irene insisted the she “...felt like [she] was carrying twins ...[and she] had 
noticed a decrease in fetal movement but feet only. ” Thus, she requested her medical file 
and a visit for an ultrasound with a different doctor. 
The result was that the 31b. baby had a 41b. malignant sacral tumor, which had the 
baby wedged, and thus affected her feet/leg movements. Irene added, “ ...that's why I felt 
like I was carrying twins ...I call it the evil twin. ” Baby Ciara was given a 10% chance of 
surviving the birth process, and was born premature at 31 weeks and was in the NICU for 
two months. The malignant tumor was removed after the delivery, but there was a lot of 
nerve damage in the sacral area, and Bob says that this ...led to gross motor impairments 
and some other developmental issues... like her delayed speech which may be due to the 
intabation tubes she hadfor feeding purposes. A few months after birth, Ciara did have 
another tumor in the sacral area but it was not malignant. She receives regularly 
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scheduled blood tests and is currently cancer-free. Irene attributes Ciara’s success to the 
skill of the surgeons at the world-renowned Johns Hopkins Medical Center. She added 
"... that as complicated as that birth was, 1 was more relaxed andfelt comfortable and 
had an incredible amount of trust and confidence and its because of the kind of wrap 
around care that Johns Hopkins provides. ” 
Due to her previous profession of being a Special Education teacher, Irene says, “I 
knew to access the services right away... ” Currently, Ciara is developing well. The range 
of services that she received on her IFSP included home visits from nurse in the beginning, 
physical therapy, speech therapy and both speech and regular playgroups. There were no 
family goals or services included or offered which Irene believes would have been helpful. 
According to Irene, “...I knew what 1 was after and so 1 didn 7 have to count on [El as] 
they didn 7 pursue that, 1 did personally because 1 had lots of contacts with school 
psychologists and social workers within the school system. ” 
The family’s involvement in the IFSP and El services was led by Irene, which Bob 
explains as since; “ ...Irene was a Special Education teacher for many years ...she has a 
keen ability to identify and separate needs. Her involvement was always much higher 
especially when Ciara was much younger. ” Irene was very involved in the IFSP process, 
taking Ciara to doctors’ and physical therapy appointments, and in doing all her exercises 
with her. Bob describes his own involvement as having evolved over time due to his job. 
“When Ciara was younger, I was working in New York ...and was home only on 
weekends. But in the beginning, I did try to be therefor all the big meetings/evaluations 
andstuff. Then I went to a 4 workdays ...schedule and now I am on a 3 workdays and 4 
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days at home schedule.... As my schedule changed and 1 was able to be more at home; it 
allowed me to be more involved with Ciara, her programs and her development. ” 
The impact of the IFSP process on their family was, “Helpful, the program and 
the services were all undoubtedly helpful” according to Bob. The most helpful aspect of 
their IFSP and El services for Irene were the playgroups. Ciara participated in both a 
regular and an El playgroup with low birth weight babies and a regular neighborhood 
playgroup. Irene found them most helpful because she can “...see where these other kids 
are [by] watching their development and comparing it to [Ciara’s and the neighborhood 
playgroup allows her] to be part of a typical community ...its been good for me to balance 
that out. So its goodfor her but its also been goodfor me to interact with the other 
parents and 1 think that's been the most beneficial for me. ” Irene finds that her 
networking with the other moms in the playgroups than having a social worker conduct a 
parent group discussion. Bob says “ ...the physical therapy helped a lot as it took a long 
time for Ciara to start walking. ” He also added that speech therapy was very important 
as “Her speech is more intelligible now and it allows the family ....to be more involved 
with her in her activities.... Her speech is continually improving which really helps. ” 
The least helpful and least liked aspects of the IFSP for Irene, are the assessments. 
Although, Irene knows the significance of the assessments and did many of them in her 
career in Special Education, she does not like them. She also says, “...I don’t have the 
same level of confidence in those who are doing the assessment, only because I ve done 
assessments and when I know I'm sitting next to a young woman who's maybe been in the 
fieldfor 3 years or less than what I have ...I don't give it much stock. She finds the 
checklists to be “ ...the part that [she] least looks forward to. Irene strongly believes 
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that a big part of the assessment is communicating the results “...with parents in such a 
way that they are not as overwhelmed or intimidated” which is not done appropriately by 
staff sometimes. Bob found the lack of focus and effort in parent involvement to be least 
helpful. He says that; “A focus needs to be placed on how to engage parents and get 
them involved. [El] is primarily in touch with one parent and they need to reach out to 
the other parent too. They cannot just always rely on going through the one parent to 
keep both parents informed. There needs to be more aggressive outreach ... ” Bob also 
felt that poor coordination, inefficient services that included the changing of therapists, 
was not at all helpful.. He stated that: “The changing of therapists leads to a transition 
period for the child, therapist and parents and more continuity of therapists will help to 
reduce these transition periods. ” 
The factors that may have influenced their experience as a family are that Irene 
does have experience in this field and so is very familiar with the processes involved. She 
says “...my experience in the field has made a ...major difference ...because I just had 
many, many years of experience ...I've pretty much decided when to get involved and I 
know I don't access a lot of resources ...because I kind of do it on my own. ” Another 
factor that influenced their experience according to Irene, was the support and networking 
that they shared with other parents. Irene says, “...I rely on other parents as much as 
anyone else ... [and] many other parents feel the same way. ...that's what makes the 
difference, I know with me. ” Bob also included their financial status as an influencing 
factor: “Another important factor is that we can affordfor Irene to stay home with Ciara 
and that I am now able to be home much more than other dads. Our financial situation 
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also makes a big difference as we are able to afford second opinions, additional services 
and more time at home with her. ” 
The meaning that Bob leaves El with is actually a question that he thinks people 
and organizations like El need to ask themselves. He says, “ ...ask yourself everyday, how 
can you improve? How can I change myself... ? ” Bob adds that, “The purpose is to take 
the input and grow and improve ” as he believes that El has a lot of room for growth 
especially in terms of parent involvement and efficiency in delivering services. 
SUSAN 
Susan and Mark Bronstein have two children, Ann an elementary aged girl and 
Sam who is three years old. Mark’s father. Bob also lives with them and tries to help with 
childcare. Susan shared that, “When [Sam] was four and a half months old ... [at] ...a 
well baby check-up ... his pediatrician noticed that the shade/color of his lips was slightly 
darker than usual ...she ran some tests and it turns out that he had some kind of a heart 
problem. ” Sam has a complex congenital heart disease which Susan explained as, “...two 
problems ...a hole in his heart and he's missing a valve. ” Within a few days of the 
diagnosis, he had his first open-heart surgery. 
Susan describes that when Sam came home a week later “....he was a very 
different childfrom the one he was a few days earlier ...he was a very different baby. 
Initially he was a baby who ate very well, nursed a lot ...his weight was good, his 
development was very good, he was a very content baby and slept fairly well... After the 
surgery a lot of feeding problems had started ... throwing up mostly ...he only took one 
ounce and ...he was breathing fast and ...was just exhausted, just drinking this miserable 
one ounce ...and then he didn 7 grow. ” Susan spoke to the pediatrician and cardiologist 
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who told her to expect him to be tired and weak, but as a family she said that they “..were 
wondering about him not developing as far as gross motor skills in terms of turning over 
...at five, six months you expect them to turn over - he couldn 7 do anything and he 
didn 7 want to either. ” Thus, Susan decided to call and get some early intervention 
services as she wanted “ ...somebody to follow up on him, to assess him and at the same 
time to help me and support me because 1 was really overwhelmed at the time because all 
of a sudden you have a totally different kid... ” Susan describes other family members’ 
reactions as, “....everybody reacted very strongly, some more than others ... [Ann] was 
really traumatized ...acting out, not learning at school ...being really miserable. ” An 
ambivalent factor for Susan was that in the beginning she wanted information and “...a lot 
ofpeople ga\>e [her] a lot of advice ...some of them [were] very untraditional and [she] 
was confused ...ideas came pouring in and I was totally overwhelmed. ” The doctors also 
had different and confusing opinions on Sam’s feeding issues: “...onephysician saidfeed 
him all day and night because we want to bring him to the next surgery as high in weight 
as possible. The pediatrician said don 7 feed him at night, its not good for him - let him 
cry, Ferberize him, he’s a normal kid. The cardiologist didn 7 want to say anything. The 
nutritionist ...saidput oil, put high calories [in his diet] ...fatten him up ...Everybodyyou 
talked to said something different - we even ...decided to get a homeopathy person to 
help us.... ” 
As a social worker by profession, Susan had experience with early intervention 
services so she felt comfortable contacting them. Sam was involved in two separate 
periods of early intervention. The first was between the ages of six months to eighteen 
months during which the focus was occupational therapy, playgroups, monitoring and a 
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nutritionist. According to Susan, Sam had another open heart surgery when he was 
around thirteen months old “...and then all of the problems miraculously ...disappeared. ” 
He did much better as most of his problems like feeding, lethargy and gross motor needs 
did not return. Susan mentions that Sam left El because “...he didn 7 qualify anymore 
because he did so well- too well. ” The second period was from the ages of two to three 
years old during which the concentration was speech therapy to overcome delays. During 
both El periods, Susan mentioned that there were no services to support any other family 
member as all the services were for Sam. She said that she “...felt supported ...by having 
people come over and consult with [her] ....providing information and techniques ...and 
the playgroup was very meaningful ...just by virtue of being with other parents, 
especially because three kids [had] ...cardiac issues. ” 
Susan describes their family involvement as varying for the two different periods of 
El but in the beginning "... because of his heart problem [and] because of his surgeries, 
everybody was in it. ’’ She was the main person intensively involved with Sam’s El, 
especially as Mark was away during the week and only home on weekends. However, the 
second experience varied as, Mark was more actively involved. Susan’s involvement 
included organizing services, driving to playgroups and appointments, gathering resources 
and establishing connections and support with other parents. She describes it as, “I was 
the one opening doors to knowledge and connections... ” Susan also says, “1 was the one 
...supporting the family, I made this *Heart Book ’ [about] ...every time [that] he goes in 
and has another procedure or surgery, we add another page or two with pictures and a 
little description and Ann is in charge of that ... [and] it helped Ann deal with the whole 
experience ...its very therapeutic... ” Susan mentions that Ann ... was really helpful 
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...especially when it came to speech. She was the only one who could understand him .... 
So she used to translate for [him as] ...he had his own language which didn 7 make sense 
...[as] ... It was in Hebrew [and] English, ... she also practiced with him some of the 
exercises the speech therapist gave us. ” According to Susan, the grandfather "... was 
supportive but a little less involved. ” 
The impact of Sam’s IFSP and El services on his family, are described by Susan as 
not impacting relationships but being helpful as “...it took some of the stress away [by] 
...knowing there was somebody [for] ...guidance, advice and techniques... ” Susan also 
added that by the program being free, it removed financial stresses and by being in the 
home it was flexible. 
One of the most helpful aspects for Susan which she greatly appreciated was the 
perspective offered by the El staff at their initial meeting: “.../ was so anxious, so worried 
and it was good to [hear them] ...saying -1’ve seen a lot of kids after surgery and all of 
them ...stopped developing for a while and kind of normalizing it for me. ” Another very 
helpful aspect for Susan was their case worker, an occupational therapist who did the 
assessments that tracked Sam’s development, which was informative for Susan. She also 
appreciated the ideas that the occupational therapist offered like when she recommended 
to Susan that “...some of [Sam’s] toys here are really too young for him - get him 
something more stimulating. ” Susan appreciated this as she was so occupied with the 
BIG issues that she did not notice the smaller issues that were also important, like toys. 
Susan also found her visits with her case worker, and other El personnel to be most 
helpful in offering her an opportunity to talk with someone else “who knows what [she’s] 
talking about... It’s an outsider but ...knowledgeable and eager to help you; it makes a 
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difference. ” Susan also appreciated the visits as she says: “It’s nice to be connected, it’s 
very lonely out there away from Boston, away from other parents... ” dealing with similar 
heart issues. 
One of the least helpful aspects that Susan experienced was not receiving physical 
therapy for Sam even though she requested it a few times. The physical therapist “...was 
very busy and the scheduling of her never worked out ....I wish that she could have come 
to ease my anxiety and it never happened. " In addition, Susan found the nutritionist to 
be rather unhelpful despite the fact that she was a nice person. According to Susan, 
“...she did not know enough about kids who have been through surgery.. ” nor did she 
have suggestions on Sam’s main problems like the reflux, throwing up gagging issue; 
other than upper GI surgery, which Susan wanted to avoid. Susan felt that the nutritionist 
“ ...seemed relieved when [she] came with answers from the hospital... ” Thus, Susan felt 
that she had to really look for all her answers on her own. 
Additionally, Susan did not like the assessments although she asked for them and 
had experience of doing them herself previously in her occupation. She said that they 
made her feel very uncomfortable and anxious because “...it’s very scary when you 
anticipate or are afraid of delays... ” She further explains that “...I have a problem with 
them ....because they see the kid and they focus their assessment on one specific time in 
the child's life andfreeze the child but very often the child won ’t respond to you because 
he doesn 7 know you or won 7 perform... ” Susan also felt that after Sam’s second surgery 
when he was growing and developing much better and faster than before, she did not need 
the early intervention and was not sure what to do about it. Eventually, together with the 
interventionist they mutually decided to decrease the frequency of home visits but not to 
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stop them altogether. This was important as he may have additional surgeries and other 
possible developmental delays that are not currently manifested. 
One of the factors that influenced their experience as a family was Susan’s 
occupation as a social worker that had previously worked in early intervention. As she 
says, “...I was the one who said, 7 need EL ’ And 1 was checking who else and what else 
they have in the are - because most parents don 7 know. ” Furthermore, the practitioners 
involved knew her in that capacity. Another factor, was that Susan was ambivalent about 
joining a support group as she indicates; “..on the one hand I really needed it -1 needed a 
support group and I needed more information - but I had a real approach/avoidance 
attitude about it -1 didn 7 want to be in a group where he would be exposed to germs 
because all of last year we isolated him ... [and] I did not want to be in a group with a 
client which is an issue for me. ” Furthermore, Susan believes that they encouraged the 
child focus on Sam and lack of focus on family needs in Sam’s IFSP because “...we 
presented ourselves as mostly focussed on him and very well together - we were saying 
we were hashing a very hard time but we presented ourselves very well. ” Susan also 
indicates that the fact that the early intervention services are free is an advantage. 
Susan felt that their family experience with the IFSP and El services held great 
meaning for her as she says, “...it helped in confirming what I thought I knew [about] how 
much sometimes you need help and ...to use other people to support you [and] 
acknowledging there is a problem with the child and intervening early [because] ... It s a 
huge problem to just worry and to feel helpless. She also added that, ...it made us feel 
good that we could really intervene at a time when it was the most meaningful... 
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Susan does characterize their experience as good and helpful, “...its a relief to 
know that they 're there and that they can help you - and again, even if they didn 7 have 
all the services that I requested [or] all the specific knowledge I wanted- it was still 
helpful ” She also adds that as a result she hopes to eventually work in an early 
intervention center when she returns to work full time later on. Her goals would be to 
improve the current services and offer more practical focused opportunities for families 
according to their needs. 
4.2 Focus Group Report 
All the families who participated in the study were invited to join the focus group. 
However, only seven parents representing five of the fourteen families attended. There 
were two fathers and five mothers present. There were three parents who did not attend 
the focus group, but made their contributions on the topic to me and are included in this 
report. The one topic question discussed was “Describe how the IFSP can be improved?” 
The focus group discussion lasted for one hour and was productive in generating five main 
categories of recommendations on how the IFSP can be improved. Parents generally 
presented recommendations based on the problems that they experienced with the IFSP 
and El services. 
4.2.1 Transitions 
Improvements for the transition from early intervention services to the local school 
system preschool and services, was the dominating recommendation discussed at the focus 
group. The three sub-topics that involved much discussion were coordination of services; 
the cut-off date of El services; and the impact of each child needing a label to receive 
continued services. 
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Transitions 1 - Coordination Issues: 
Irene shared that “ ...with everybody in my playgroup it was a very, very messy 
process and it didn 7 need to be because there was plenty of time to do the planning and 
we started early enough and still for some reason services didn 7 get started on time or 
the coordination of services” did not happen. Irene suggested that instead of having just 
one planning meeting with the family, there needed to be “....more in between steps like 
... [she] wanted a speech and language therapist [and] the physical therapist to observe 
her [daughter as well as] all the other people who 'll be involved with her where she ’ll be 
receiving services. ” As someone who gained a lot from her El experience and loved it, 
Cindy shared; “I would say about the only thing I was upset about was the transition part 
because they didn 7 help me. ” This was clearly a very difficult experience for parents, and 
a lot of the stress and inconvenience could have been avoided by improved coordination of 
services. Cindy describes their transition as, “It was difficult ...I didn 7 know what to do 
after ...there were no suggestions; there was nothing there for me to go from. ” Cindy 
says she needed specifics like someone saying: “Cindy, Sela [her daughter] needs this 
....or; Cindy you need to look into this. ” Cindy stated that it would have been most 
helpful for someone to sit down and discuss the transition and give her concrete 
suggestions on where to go and what to do next. 
Josh says: “I think that [the transition] is very difficult. The problem is, not only 
did the people change - the system changed so umm that was something ...if anything 
could change — that should change ....you know because the transition was like starting 
all over and the relationships were never the same. ... It seemed that they became less 
concerned ...It was almost like these weren 7 children anymore ...” 
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Transitions 2 - Cut-off date of El services: 
All the parents felt strongly that the three-year old cut-off date of El services was 
too early and that their children would have benefited from a longer period with EL In 
fact some parents found the cut-off to rather abrupt, which Josh describes as, “...early 
intervention was perfect for the children but at three years old, they say that you could 
handle this now ...the services changed and it was sort of like taking a three year old and 
putting them in an adult situation ... ” Felicia says, “...it seems like all of a sudden the 
kids three and then all of a sudden everything drops ...” Lacy shared that it is a greater 
difficulty for “...children with a summer birthday ‘cos depending on when in the summer 
they have a birthday; they could end up going one to three months with no services... ” 
until the next school year began. She and other parents believe that there needs to be 
transition services planned to avoid a big gap which developmentally in a young child 
means valuable time is lost. Irene suggested that “ ...the cut-off date should be more of a 
cut-offperiod and allow for more flexibility... ” which will avoid wasted gaps of time. 
Another factor that led to much discussion were the parents views on their three 
year old children entering playgroups, speech therapy playgroups and preschool 
classrooms after El with children who may be much older than them and getting ready for 
kindergarten. Felicia felt strongly that the local school system “...needs to offer more 
[options] where there's just kids like Anton and Jenny - where they 're just turning 
three. ” This is because she is concerned that young children like Jenny with speech 
problems may not be understood and she shares that “It can be frustrating and [she] can 
see where they can also be excluded... ” Another perspective on this issue shared by some 
parents and stated here according to Vincent was that he “...noticed that very often in 
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mixed groups the older kids ...tended to be very willing to help the smaller ones and even 
teach them. ” Lacy added that, that was good as it meant that the younger kids will have 
“role models” but to avoid adjustment and progress problems in mixed groups “...a 
child's style, personality and needs are important... ” to consider in placement decisions. 
Transitions 3 - Impact of Labeling: 
The history of labeling is painful and difficult to overcome as Maria clearly 
remembers the damaging effect it had on children during her school years: “...ifyou 
labeled a child [with a disability] whether it was true or not that stuck with that kid 
forever. ... It affected every aspect to the detriment.. ” Thus, Vincent says that “...the 
very act of labeling can be a psychological obstacle for the parent [as they] may feel 
uncomfortable with the child being labeled in the public school system.[in El] they 
simply had to say this child needs services ... [which] was much less psychologically 
traumatic for the parent. ” Therefore, some parents felt that labeling needs to be done 
carefully and sensitively, or better yet, not done at all until a child is much older. 
4.2.2 Advertising and Access to El and an IFSP 
All the parents agreed that El needs to more aggressive advertising, as Felicia 
states: “El needs to do more advertising because my first son had a speech problem and 
I didn't even know El existed ... because I would have gotten help... ” Maria shares the 
idea that “...it would have been so easy to put the information in those newborn packets 
that they give you at the hospital ” such that parents will have the information if they need 
it later. Parents also expressed frustration that it was challenging to have to convince their 
pediatrician that something was wrong and their child needs assessments and help. Some 
of the ideas are that “ ...doctors need to go through more training and exposure to El.... 
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Cindy and Lacy agreed that such training "...for daycare staff needs to be part of their 
licensing procedures. ” 
4.2.3 Staffing 
All parents felt rather strongly that their El centers were often understaffed. This 
was often due to staff leaving for better jobs, higher pay and flexible hours. This led to 
delays in services and complicated the coordination of services. Irene says, "I'm seeing in 
speech and language therapy that's a major problem. ” Maria also added that they lost 
" ...three of [their] speech therapists and now [t\\ey]have two months left of El and don 7 
want to start a new therapist - so [they] just have [their] caseworker working with 
[them]. ” Thus, El needs to work harder at attracting new staff and retaining staff. 
4.2.4 Playgroups 
All the parents enjoyed and appreciated the playgroups. Felicia suggested that it 
was a good idea to “...have groups at other times, during evenings or Saturdays to allow 
fathers a chance to participate and that the availability of playgroups during the week 
needs to increase. ” The common sentiment on playgroups in the focus group as said by 
Vincent was that parents “...found the groups to be immensely helpful. ” 
4.2.5 Development of an IFSP 
The one big shared point made on this issue was by Irene: “In the very beginning 
of getting services, there needs to be an orientation of the whole family, at the home with 
everyone [staff] ...even if it is on weekends. ” This will help focus the IFSP more on 
family needs as well as the individual child’s needs. Irene also added that IFSP services 
need to coordinate with community resources and activities so that El is not so segregated 
from the community. Another suggestion she made was for the playgroups to be better 
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integrated with typical children and childcare options for children with special needs is an 
issue that must be addressed by creating a resource packet of information. Susan also 
offers that El should ensure that counseling and other support resources are offered or 
even made routine. She suggests that caseworkers need to delve further and deeper to 
engage the family in more of a conversation around these kinds of needs: “But not just 
asking ‘How are you? * because usually you will answer 'fine thank you ' [rather] ask 
‘How are you dealing?"' This is because parents will sometimes not realize they need the 
help until after the fact, as she now wishes that her caseworker had “...not let me 
remained ambivalent because I didn 7 know what I was missing. ” 
CHAPTER 5 
DISCUSSION OF RESULTS 
The data gathered in the case studies and the focus group discussion provided very 
rich informative details to enhance our understanding on parents’ perspectives of the 
IFSP. It is most apparent that parents’ experiences vary greatly due to a number of 
different aspects. Nonetheless, it is also very clear that there some common experiences, 
thoughts, feelings and reactions that parents do share in reflecting on their IFSP 
experiences. The main groups of information are the themes and critical issues, and each 
of these originates either in the category of service coordination, or from family 
experience or perspective. A category refers to a group of items (themes or critical issues) 
that have something in common, which in this case refers to their origination. A summary 
of this discussion of results is presented in Appendix F. 
Themes were identified as being mentioned by at least five or more different 
participants and is clearly of great significance to the participants in how it may have 
influenced their IFSP experiences. Many careful readings of the interview and focus group 
transcripts revealed twelve common themes. The themes are: the role of the caseworker, 
the coordination of the IFSP, parents’ in multiple roles, family involvement, diversity 
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issues, fathers’ involvement, networking, occupational influences, family services, 
transition from the IFSP to and IEP, personal growth in parents, and meanings and life 
lessons. An illustration of the frequency of each of these themes is presented in figure 6. 
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Figure 6: Frequency of Themes Mentioned by Parents 
El # of times mentioned ■ # of parents 
The critical issues were identified as having been mentioned by only four or fewer 
different participants (less commonly expressed compared to themes), however it is still 
pertinent in enhancing our understanding of parents’ IFSP experiences and needs to be 
highlighted. There were six critical issues that emerged from the data. These are home- 
based services, teamwork, advocacy, free services, the flexibility of changing services with 
changing needs and assessment issues. An illustration of the frequency of each of these 
issues is depicted in figure 7. 
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Figure 7: Critical Issues 
Home-Based Assessment Teamwork Free Advocacy Flexible 
Services Services 
□ # of times mentioned ■ # of parents 
The themes and critical issues that originate in service coordination are: the role of 
the caseworker, the coordination of the IFSP, assessment issues, transition issues, home- 
based services, family services, teamwork, free services and the flexibility of changing 
services with changing needs. The themes and critical issues that originate from family 
experience and perspective are: diversity issues, parents in multiple roles, family 
involvement, personal growth in parents, meanings and life lessons, networking, advocacy, 
fathers’ involvement and influence of occupation. Additional information on the most and 
least helpful aspects of the IFSP; the factors that influenced parent’s experiences; and the 
types of services received by families in this study are also discussed in this section. 
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5.1 Service Coordination: Themes 
The themes that originate in service coordination are the role of the caseworker, 
IFSP coordination, transition from the IFSP to an IEP and family services. 
5.1.1 Role of the Caseworker 
The caseworker is an important person to a family in early intervention as 
they are the families’ link and access to early intervention services. The role of the 
caseworker in some of these families clearly made a huge difference in shaping their 
experience by being open, caring and supportive. 
Amanda was suffering from depression during her period of service and refers to 
her caseworker as; “....it was my support ....it was something that I needed. To have 
someone 1 could talk to and that person was understanding and wanted to help me ... that 
was the difference... that she was paying attention to everything that was happening. ” At 
a time when Amanda was hesitant and wary about El, her caring caseworker was 
influential in her life as, "... that changed everything ....this different person gave me the 
attention that 1 needed and she demonstrated that it could be different. ” 
Cindy shared a similar experience where she felt that although '‘he [the 
caseworker] was there to help Sela, ...he was also [her] therapist” as she could talk to 
him openly and honestly. Cindy also illustrates the importance of a caseworker being 
patient and persistent with parents by not giving up on them, because sometimes “....they 
would knock on the door — ‘she’s sleeping ’ —you know the whole excuse, you re not 
coming in here right now, you know. And then uhh Keith got me on a good day and ...he 
said we have meetings, we have programs, come on over to the group and umm we ll 
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even come by and pick you up. So I started going to the groups [and] ... I got her father 
involved. ” 
When Josh and Tara adopted their foster child, Mitch, their caseworker was very 
helpful to all of them. This was because Keith, their caseworker, "was originally with 
Mitch’s family situation, so it was easy to transition " as he was the most familiar 
consistent person to Mitch in the transition period. Tara describes the guidance, help and 
support as meaningful because “....people like Keith ....coulddirect us on certain things 
to do that would help Mitch ....and he was always reassuring ....also we had someone to 
advocate for us.when we would go to family reviews [for adoption] ....and I think that 
it did have an impact on them deciding whether or not they should remove Mitch from 
our care ....so we ’re very grateful for that aspect. ” Josh added that, “Keith was good at 
getting the services that we wanted ...that was most useful ....to have someone ....you 
know go out ....andfind the right services. ” Tara reiterated this by adding that Keith was 
most helpful “because he was involved with Mitch before [they had him] ...he developed 
the service plan ...andguided” them. 
The role of the caseworker in these families was significant. In their study, 
McWilliam, et al., found that “the qualitative results showed that individual professionals’ 
behaviors were often linked to families’ positive impressions of early intervention services” 
(1995, p. 53). Furthermore, Summers, et al., found in their study that “equally important 
to the use of informal and nonintrusive approaches when interacting with families was the 
willingness of practitioners to invest time in developing rapport and friendships with 
families” (1990, p. 887). In this study, caseworkers clearly played different roles of being 
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supportive, persistent, informative, helpful and reassuring. Thus, these caseworkers were 
able to help these parents in a time of great need and vulnerability. 
5.1.2 The Coordination of IFSP 
A key aspect to the effectiveness of an IFSP is appropriate coordination. This is 
especially important as the children and families being served are already going through a 
difficult time and extra attention needs to be paid to detail, organization and service 
delivery. Families in this study illustrated both the difficulties of poor coordination and the 
satisfaction of good coordination with respect to scheduling, staffing and appropriate 
services. 
Amanda and her son Julio’s family daycare providers, experienced many 
scheduling and communication difficulties with Julio’s occupational therapist. Amanda 
shares that “...she was not like a very worry about eh ... [appointments] ...she was 
changing all the time. ... She never had like a schedule. ” In addition, the therapist did 
not speak Spanish and at the time Amanda and Julio’s caretakers spoke little English; 
“.if I could speak English, I could tell her, ok-I think you are doing this [or] you are 
doing that [and] I think that if we do this, you know ... but because I didn 7 speak English 
I never [instead] 1 said ok, maybe it is better if she doesn 7 come any more.... ” 
Communication is key and was unfortunately a huge obstacle that led to Julio’s 
occupational therapy sessions stopping. At minimum, El should have provided a 
translator for this family situation. Josh also mentioned a scheduling problem that they 
experienced as the schedule of “the speech therapist was .... inconsistent which led to 
Mitch regressing sometimes. This led to them changing therapists. 
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In the beginning of Howie’s El program he lost six weeks of speech therapy. His 
developmental educator did not do any speech therapy with him because she thought that 
Mandy was working on speech with Howie. Mandy was frustrated at being, " being 
overlooked with the speech therapy ...because Howie lost so much time. ” Mandy was 
very upset about this as she says, “ ...that was really badfor someone whose family is 
working pretty hard, to let my son slip through the cracks like that. ” 
Adequate staffing is a huge problem that many of the parents expressed. This led 
to issues of children missing out on services; therapists changing often and lots of 
inconsistencies. This is the total opposite of what these children and parents need, as with 
young children and families in crisis, stability and consistency is very significant to 
progress. All parents felt rather strongly that their El centers were often understaffed. In 
their study Garrett, et al., found similar difficulties: “Even when an array of services was 
available, 82% of the coordinators reported that there were insufficient services to meet 
the needs of children and their families as documented in the IFSP” (1998, p. 188). The 
following examples illustrate the issues of inadequate staffing in this study. 
One of the least helpful aspects that Susan experienced was not receiving physical 
therapy for Sam even though she requested it a few times. The physical therapist “...was 
very busy and the scheduling of her never worked out ... .1 wish that she could have come 
to ease my anxiety and it never happened. ” In addition, Susan found the nutritionist to be 
rather unhelpful despite the fact that she was a nice person. According to Susan, ...she 
did not know enough about kids who have been through surgery., nor did she have any 
good suggestions on Sam’s main problems. Susan felt that the nutritionist ...seemed 
relieved when [she] came with answers from.jhe hospital... This nutritionist, clearly 
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should have researched more options for Susan; consulted with her peers or even 
suggested other more experienced nutritionists to help Susan; rather than have a mother 
and child in crisis desperate for help and not receiving it. 
Angela shares that her dissatisfaction with the DFSP experience was the fact that 
she “had to wait two to three weeks to get new tutors and that made Andres regress. ” 
Angela did not like this because she says “we lose time [and] when you have a condition 
...time is precious. ” Maria also added that they lost “...three of [their] speech therapists 
and now [they] have two months left of El and don 7 want to start a new therapist - so 
[they]y«s/ have [their] caseworker working with [them]. ” These staffing problems led to 
delays in services and complicated the coordination of services. Bob cautions that the 
changing of therapists is not always helpful because: “The changing of therapists leads to 
a transition periodfor the child, therapist and parents and more continuity of therapists 
will help to reduce these transition periods. ” El needs to work harder at attracting new 
staff and retaining staff with better benefits. In their article, Garrett, et al., (1998) state 
that: “The resource most frequently cited by local coordinators as being in short supply 
was personnel. This interfered with the development of a comprehensive service system 
because the needed disciplinary expertise was not always available” (p. 190). This clearly 
supports parents’ need for additional available staff. 
When coordination of services are smooth, the benefits are great for both the child 
and family. The most helpful aspect for Angela is that “one person coordinates 
everything ... and communication is easy. ” This is helpful because her social 
worker/coordinator “gets everything rolling .... Back and forth with the information and 
she guides [Angela] as far as where to go, who to call, what to do. Good coordination 
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and communication were important factors that Jenny had identified. This allowed them 
to avoid being lost through loopholes, and they received all the care and services that 
Johara needed: “...when she was born with this cleft immediately before we left the 
hospital we knew who the cleft team was and it was all squared away. These are the 
names, here are your appointments .... So they actually initiated it. ” 
Playgroups were clearly highlighted as a service that both the children and the 
parents benefit from. All the parents enjoyed and appreciated the playgroups as they also 
serve as an opportunity for them to meet other parents and do some networking for 
support and resources. 
Sara shared that one of her positive experiences with the IFSP was “ ...the 
parent/child playgroups because they created a space to talk to parents going through 
the same thing and a safe space for Rina which provided a relieve from comparisons. ” 
Irene said this about her daughter, Ciara’s playgroups; "... So it's goodfor her but its also 
been good for me to interact with the other parents and I think that’s been the most 
beneficial for me. ” Irene finds that her networking with the other moms in the playgroups 
is more beneficial than having a social worker conduct a parent group discussion. Susan 
added that, "... the playgroup was very meaningful ...just by virtue of being with other 
parents, especially because three kids [had] ...cardiac issues. ” 
Felicia suggested that it was a good idea to “...have groups at other times, during 
evenings or Saturdays to allow fathers a chance to participate and that the availability of 
playgroups during the week needs to increase. ” The common sentiment on playgroups in 
the focus group as said by Vincent was that parents “...found the groups to be immensely 
helpful. ” 
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The coordination of an IFSP is undoubtedly a big complex task. This is 
compounded by the uniqueness of each child, family and specific special needs. 
Nonetheless, El needs to strive to meet this challenge by listening to parents feedback; 
improving adequate and appropriate staffing; facilitating good communication, and 
ensuring that when something as good and productive as a playgroup happens - that they 
nurture these opportunities for parents. 
5.1.3 Transition from IFSP to TEP 
Transitions in general are often difficult and take a period of acceptance and 
adjustment. Transitions are even harder for young children. Thus, this was a “hot” issue 
that parents had very strong opinions on during interviews and the focus group. 
One very positive experience shared by Vicky is that now since Phoebe is three 
years old, they already have her Individualized Education Plan (IEP) for her transition into 
the school system. Vicky is happy with the transition as she believes the Special 
Education (SPED) Director has been “very generous” to them as they received most of 
the services that they requested. 
Lacy found it meaningful to plan ahead for Tammy’s transition to the local town 
school system preschool and related services while they were still on their IFSP. 
However, Lacy did mention concern about the long time lag of a whole summer between 
the ending of early intervention services and the beginning of the new program for 
Tammy. She says, “Its those earlier time frames you want to try to get” to have a better 
chance at improvement and not to have to waste time waiting between programs. Since 
Andres, Angela’s son, is almost three years old, they are preparing for his transition to the 
town school system preschool. Angela says, “I’m very devastated ... because the school 
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system is nothing like an early intervention program. I'm really scared and sad. ” She 
believes that the transition should be more gradual as "schools and early intervention 
[should] work together ...to letting go of that child. ” A big concern for Angela is that 
Andres has a week in between programs and "he's gonna regress, he's gonna have 
tantrums, he's gonna have the whole picture. ” This is clearly a challenging issue for 
parents that also emerged in the study conducted by McWilliam, et al.: “As families told 
about obstacles in receiving service when the child turned 3, it seemed that the transition 
from Part H to Section 619/Part B (public school) services was problematic” (1995, p. 
56). 
In preparation for her son Howie’s transition Mandy had contacted her local 
school superintendent to find out about Howie’s placement, the program and his new 
teacher’s qualifications. According to Mandy, the superintendent’s response was, 
"basically he told me it was none of my business and I didn 7 have a right to know. ... 
I'm on the phone with my congressman. ...I'm not gonna let this go. He's been a really 
hard man to work with. ... So, he's been a negative impact... ” Irene shared that 
coordination of transition " ...with everybody in my playgroup ... was a very, very messy 
process and it didn 7 need to be because there was plenty of time to do the planning and 
we started early enough and still for some reason services didn 7 get started on time or 
the coordination of services” did not happen. Irene suggested that instead of having just 
one planning meeting with the family, there needed to be "....more in between steps like 
... [she] wanted a speech and language therapist [and] the physical therapist to observe 
her [daughter as well as] all the other people who 'll be involved with her where she 'll be 
receiving services. ” 
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As someone who gained a lot from her El experience and loved it, Cindy shared; 
‘7 would say about the only thing 1 was upset about was the transition part because they 
didn ’t help me. ” Cindy describes their transition as, “It was difficult ...I didn 7 know what 
to do after ... there were no suggestions; there was nothing there for me to go from. ” 
Cindy says she needed specifics like someone saying: “Cindy, Sela [her daughter] needs 
this ....or; Cindy you need to look into this. ” Cindy stated that it would have been most 
helpful for someone to sit down and discuss the transition and give her concrete 
suggestions on where to go and what to do next. Josh says: “I think that [the transition] 
is very difficult. The problem is, not only did the people change - the system changed so 
umm that was something ...if anything could change - that should change ....you know 
because the transition was like starting all over and the relationships were never the 
same. ...It seemed that they became less concerned ...It was almost like these weren 7 
children anymore ...” 
The three years old cut-off age for El services was of big concern to many parents. 
Wilson believes that “Children need to be developed as fully as they can .... [early 
intervention needs] to expand at least through age 4. 1 think that 3 years old is too fast of 
a call. ” Josh describes that, “...early intervention was perfect for the children but at 
three years old, they say that you could handle this now ...the services changed and it 
was sort of like taking a three year old and putting them in an adult situation... Felicia 
says, “ ...it seems like all of a sudden the kids three and then all of a sudden everything 
drops.. ” Irene suggested that “ ...the cut-off date should be more of a cut-offperiod and 
allow for more flexibility... ” which will avoid wasted gaps of time. 
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Parents expressed varied views on their three year old children entering multi-age 
playgroups, speech therapy playgroups and preschool classrooms after El with children 
who may be much older than them and getting ready for kindergarten. Felicia felt strongly 
that the local school system “...needs to offer more [options] where there's just kids like 
Anton and Jenny - where they 're just turning three. ” This is because she is concerned 
that young children like her daughter, Jenny with speech problems may not be understood 
and she shares that “It can be frustrating and [she] can see where they [children like 
Jenny] can also be excluded... ” Vincent said that he “...noticed that very often in mixed 
groups the older kids ... tended to be very willing to help the smaller ones and even teach 
them. ” Lacy added that it was good as it meant that the younger kids will have “role 
models” but to avoid adjustment and progress problems in mixed groups “...a child's 
style, personality and needs are important... ” to consider in placement decisions. 
Vincent added that “ ...the very act of labeling can be a psychological obstacle for the 
parent [as they] may feel uncomfortable with the child being labeled in the public school 
system.[in El] they simply had to say this child needs services ... [which] was much 
less psychologically traumatic for the parent. ” Therefore, some parents felt that labeling 
needs to be done carefully and sensitively, or better yet, not done at all until a child is 
much older. 
All the parents felt strongly that the three-year old cut-off date of El services was 
too early and that their children would have benefited from a longer period with El. This 
was clearly a very difficult experience for parents and a lot of the stress and inconvenience 
could have been avoided. Improved coordination of services, timely information and 
preparation, all would have made a big difference to these parents. Special attention must 
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also be paid to important aspects like labeling and more diverse mixed-age class groups 
for children as these are different from El and both children and parents will need help 
adjusting. 
5.1.4 Family Services 
Family services are an integral component of an IFSP. This is because the goal is 
to service the child in context of the family with the theory that by helping the family, the 
child will also benefit. A lack of focus on family services was clearly evident in the 
families that participated in this study, as few of them were aware that these services 
existed and/or were able to access them. 
Family services were mentioned by two mothers as resources that may have been 
useful on their IFSP. Irene said; “In the very beginning of getting services, there needs to 
be an orientation of the whole family, at the home with everyone [staff] ...even if it is on 
weekends. ” This will help focus the IFSP more on family needs as well as the individual 
child’s needs. Furthermore, Susan believes that they could have definitely benefited from 
some family services like program for siblings and a counselor for her. But she also 
acknowledges that they encouraged the child focus on Sam and lack of focus on family 
needs in Sam’s IFSP because “...we presented ourselves as mostly focussed on him and 
very well together - we were saying we were having a very hard time but we presented 
ourselves very well. ” Bob found the lack of focus and effort in engaging parent 
involvement to be least helpful. He says that; “A focus needs to be placed on how to 
engage parents and get them involved. [El] is primarily in touch with one parent and 
they need to reach out to the other parent too. They cannot just always rely on going 
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through the one parent to keep both parents informed. There needs to be more 
aggressive outreach... ” 
Cindy was one of the mothers who was attracted to El for its family services and 
who also got to participate in them. She said considered El because “they said they have 
a wonderful early intervention program [where] they could help [me] and [Sela] and [I] 
could get a counselor. ” These services made a huge difference in Cindy’s life and helped 
her immensely. Vicky’s family also got to enjoy some family services. Her older son 
participated in a sibling group offered by the early intervention program and the other 
triplets joined Phoebe by participating in playgroups together. This was very helpful and 
supportive to all her children. 
Thus, both Cindy and Vicky’s experience with receiving some family services, 
clearly indicate how beneficial these services may be to families. Service providers need to 
ensure that they offer families all the available options and allow the families an 
opportunity to choose and decide which services they would benefit from most. 
5.2 Service Coordination: Critical Issues 
The critical issues that originate in service coordination are home-based services, 
teamwork, free services, flexibility of changing services with changing needs and 
assessment issues. 
5.2.1 Home-based Services 
Most of the parents interviewed in this study appreciated the home-based services 
of the IFSP and El as they found them to be convenient, flexible and an advantage of their 
IFSP. However, this was not the same for Amanda, a Puerto Rican single mom of three 
with two children with special needs, limited English, suffering from depression, 
169 
unemployed and in college. She desperately needed a childcare center component to her 
IFSP to ensure that her son received his different therapies and that she had some time and 
space to take care of her many responsibilities, including herself. 
Amanda describes this challenging time as, “I left for the college at 7AM and I 
came back everyday at 6PM. So he (her son Julio on IFSP) was the whole day with the 
people that were taking care of him and eh., during the weekend I had Frankie (her older 
son with cerebral palsy) and him, I was busy cleaning my house, doing laundry, doing 
everything and it was very hard to pay attention to them ...to give them therapies or 
something like that because I didn 7 have time. ... I was in early childhood education too 
-1 knew what I had to do but I didn 7 have time. ...it is different if for example they say, 
they have a center where they (the children) can be and they are going to give them the 
therapies ...I know that its very important for me to be involved as the parent but because 
I have my other responsibilities, ... its not that you don 7 want to do something ... but 
sometimes the parents can 7 be there and it is frustrating for us because we can 7 do 
anything ...they told me they have like a center where I could go for one and a half hour 
to share with other parents about our experiences and at the same time for (the children) 
to be with other kids ... but all these people speak English and because 1 speak Spanish 
..../ don 7 feel comfortable enough to be with them to share experiences and everything 
like that because 1 think that they are not going to understand my life as a Puerto Rican 
person which is very different... 
Thus, Amanda said, ‘7 believe that the home-based program doesn 7 work. ” I 
believe that Amanda is right about home-based El with respect to her situation. Amanda 
clearly needed additional services and support and it is very sad and frustrating that she 
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did not get them. Home-based El and servicing young children in their natural 
environments are important cornerstones of El and the IFSP. However, the IFSP and 
services must also be applicable and appropriate to a child and family situation, or else it 
will fail. The rising numbers of mothers in the workforce and the increasing need for 
higher education in society today, make it highly pertinent that El will be able to cater to 
different types of families and families’ needs. 
5.2.2 Teamwork 
Some of the most effective and successful IFSP experiences had ‘teamwork’ as a 
common feature that parents perceived to have made a big difference in their program. 
Teamwork is very important as there are often more than two or three service providers 
working with a specific family. Teamwork strives to ensure consistency, increased 
support and a multidisciplinary approach to implementing an IFSP. 
Cindy shares that she found the team effort very helpful as she says, “me being out 
there in school now its finally come to light ...if they all work together, it will help the 
people. ” Cindy found it very special that “Keith, [her] therapist, and [her] doctor who 
was involved at the time ” all attended Sela’s birthday party which showed they truly cared 
about her, and took pride in their clients. 
The most helpful aspect of the IFSP to Vicky was “the combination of 
occupational and speech therapy ....[as].... they overlappedfor half an hour ... [and] ...I 
saw a huge change in her ...everything took off the feeding, the speech, the ability to 
balance better — everything and it all sort of came together ....so its worked out well. * 
As a very shy and sensitive child, Phoebe often took long to warm-up to people but Vicky 
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saw that “she just really clicked with that team [the speech and occupational therapist]” 
as they carefully used Phoebe’s cues and got to know her well. 
Angela’s experience with the decision making on Andres’ IFSP was good as she 
says “Its teamwork. I come up with some options, they come up with some and then we 
add up and discuss them and come up with the best for Andres. ” This is an important 
feature to ensure the parents’ involvement and participation. 
5.2.3 Free Services 
Although, free services was not the expressed deciding factor of any of the families 
in this study, many of the parents did express appreciation that El and an IFSP were free 
services. Vicky also supports and appreciates the fact that early intervention services are 
free as at a time when she was so overwhelmed “it was just so nice to know that that was 
taken care of. ” Maria also added that it made a big difference by being a free program as 
they did not have to bother about whether they could afford it or not. Susan indicated that 
the fact that the early intervention services are free is an advantage because it removed 
financial stresses. 
At a time when families are juggling so many important and emotionally charged 
issues, it is indeed appropriate that El and IFSP services are free. This allows the parents 
to focus on the more important issues at hand. It also allows the parents and families to 
feel a sense of acknowledgement of their difficult situation and is an act of kindness. 
5.2.4 Flexibility 
The flexibility of services changing with changing needs is an important aspect that 
a few parents mentioned. This is important because an IFSP provides services for young 
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children who grow and change very fast. Thus, it is significant for the services to change 
to ensure that they are appropriate and beneficial. 
Jane reflected on the switch of emphasis in Rina’s IFSP as, "...physical therapy is 
now being replaced by speech. And that decision ...comes from what we think ...we 're 
very comfortable with her motorically now and so we don 7 care so much about that now 
- we 're very worried about speech.... " Jenny shares that " ....once Johara was crawling 
and [the physical therapist] was still coming once a week ..../just felt like ...we've 
achieved our momentary goal of getting her to crawl and we needed that gift of time 
....and so now they just come quarterly ... " Susan describes her experience as, "...the 
only thing [was that El] became not necessary when he got better and 1 did not need them 
that much and I was trying to decide whether to terminate it or not and decided to have 
them come quarterly ... [as] he can still develop something ‘cos we gonna have a few 
more surgeries... ’’ Tara reflected on her experience by saying, “...as Mitch got older and 
matured ...and social services were no longer needed then we got rid of them. But when 
we needed them he had them and they all played an effective role. " 
IFSP services definitely need to change as the need and situation changes. This is 
even more imperative in an effort to avoid being intrusive to a family and to avoid wasting 
resources when they are not needed. Thus, service providers need to pay very careful 
attention to the children and families they serve to ensure that they are providing 
appropriate services. This is supported by Gallagher and Desimone in their article as one 
of the main recommendations that they make is for a mandatory review, and update of the 
IFSP. “The only way to make the IFSP a living document is to pull it out every so often 
and adjust it to meet current circumstances as well as see to what extent the original goals 
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were met, or were appropriate, given the experiences that we now have had” (Gallagher 
& Desimone, 1995, p. 371). 
5.2.5 Assessment Issues 
Assessments are very important to the development of an appropriate and effective 
EFSP. However, assessments are often the least liked aspect of the IFSP. The experiences 
shared by participants in this study clearly support this theory. The following excerpts and 
examples will illustrate this as well as some of the reasons why parents are not fond of 
assessments. 
A least helpful aspect of their IFSP mentioned by Sara was “ ...the bureaucratic 
language used in the IFSP in formulating goals and outcomes ...the language sounds 
dumb/” According to her, this is because the language did not reflect that the IFSP was 
for a child as it was very formal. Both Sara and Jane were dissatisfied with the assessment 
process and Sara explains that she often found them “...depressing and a little hard. ” 
This was because “...the range of normal is always so narrow, it did not allow enough for 
individual uniqueness or characteristics. ” Jane mentioned that “ ...the assessment pieces 
have felt strange, I mean they use funny tools ...and yet they have all this access to her in 
her natural environment [so] ...it seems like a waste of time ...with that stuff ” In 
addition, Sara says that she approaches the testing being “...very clear that it is culturally 
biased and old fashioned. ” 
Irene refers to the assessments as the least liked part of the IFSP, despite the fact 
that she knows the significance of the assessments and did many of them herself in her 
career in Special Education. She also believes that it takes a lot of experience and practice 
to be appropriately accomplished, thus she says: “.../ don 7 have the same level of 
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confidence in those who are doing the assessment, only because I’ve done assessments 
and when I know I'm sitting next to a young woman who ’s maybe been in the field for 3 
years or less than what I have ...I don 7 give it much stock. ” She finds the checklists to 
be very routine and impersonal and refers to them as “...thepart that [she] least looks 
forward to. ” Irene strongly believes that a big part of the assessment is communicating 
the results “...with parents in such a way that they are not as overwhelmed or 
intimidated” which is sometimes not done appropriately by staff. 
Susan did not like the assessments although she had asked for them and had 
experience of doing them herself previously in her occupation. She said that they made 
her feel very uncomfortable and anxious because “...it’s very scary when you anticipate 
or afraid of delays... ” She further explains that “...I have a problem with them 
....because they see the kid and they focus their assessment on one specific time in the 
child’s life and freeze the child but very often the child won 7 respond to you because he 
doesn 7 know you or won 7 perform... ” 
These parents clearly felt very strongly about assessments and had some very good 
reasons. An interesting fact is that three of the four mothers presented above have either 
worked in special education or early intervention. This is important as I believe that this 
gives them the opportunity to look at testing from the perspective of the parent and the 
tester or administrator, which gives their opinions even greater depth and value. 
5.3 Family Experience and Perspective: Themes 
The themes that originate in family experience and perspective are family 
involvement, diversity issues, parents in multiple roles, fathers’ involvement, networking, 
occupational influences, personal growth in parents and meanings. 
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5.3.1 Family Involvement 
Family involvement is crucial to the successful development, implementation and 
effectiveness of an IFSP. The families in this study were clearly very involved in all or 
different aspects of their IFSP experience. Most often one parent, usually the mother, 
took the lead in family involvement. Nonetheless, this study also clearly revealed that 
fathers and other family members are sometimes also actively involved. The following 
examples and excerpts clearly demonstrate this. 
Angela regards her involvement as “...extremely, nosily involved, very involved. I 
know everything they 're doing since the beginning ... because ....that's the only way I can 
get the most services. ” Both Josh and Tara were very involved in Mitch’s early 
intervention services. Tara shares that “everything that went on with Mitch, we talked 
about. Josh and 1 were basically there all the time ...then our schedidesgot really busy 
so either he or I would be there. ** Lacy was most involved with Tammy’s early 
interventions services and Wilson describes her dedication as, “Lacy has spent a lot of 
time researching and developing with the coordinators ....what goals ....Tammy needs. ” 
Both Maria and Vincent were very involved in the development of their IFSP and in 
Anton’s early intervention services. In the beginning Vincent was able to take time off 
from work to attend meetings and Maria has been there throughout for meetings, 
playgroups and therapy sessions. She states, I'm always involved in everything he 
does, he's never alone or isolated or by himself in any of the process. ” According to 
Vincent, once they had the initial diagnosis and plan complete “almost all involvement is 
on our part ... we ... follow a few rules when speaking with him ... we use certain 
approaches to coax him to want to speak and it seems to be helping. His vocabulary has 
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started to grow very rapidly ...we just follow that good advice of the early intervention 
people. ” 
Mandy’s involvement included many activities that she does with Howie: '‘So I’m 
working diligently with this kid trying to get him to open up... he knows his colors... I do 
take a lot ofpride in the fact that I’ve worked with him. ... So he can count, he knows his 
ABC’s ... ” Mandy says, “...on a scale of 1-10, my role is a 10 absolutely. ” Howie’s 
other siblings are also involved as they read to him, play with him and get excited for him 
when he learns something new. Their family involvement includes the dog as well, when 
Howie gets to point out the dog’s ears and eyes. Her reflections on her high level of 
involvement are; “Quite frankly, its taken away from my other children ...I’m tired at the 
end of the day... So that’s quite hard, but ... I just do everything and it’s no problem 
because, you know, he’s my son and 1 don’t mind. ” Thus, Mandy feels that it was not just 
El that made a big difference as, “They come, they do their job, they leave ....and we just 
take it from there... ” Mandy is very clear that "... there were several different people in 
El who have really worked with me and have worked hard but I give myself as much 
credit as I give them. ” 
The family involvement for Johara’s IFSP was mostly centered around Jenny as 
Ravi was so busy, she says, “...he is unavailable. But that’s ok, 1 mean we have a 
division of responsibilities ... I was the sole caretaker for Johara and I have been since 
day one. ... We have three sons who are teenagers...and they don't want to be involved 
in diapers andfeedings... ” Sara describes their family involvement by saying, “As 
parents we were equally and intensively involved to a great extent, particularly with 
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speech. We were the only ones involved in reinforcing her lessons or exercises, her 
siblings were there for normalizing life for her. ” 
Susan’s description is: “I was the one opening doors to knowledge and 
connections... I was the one ...supporting the family, 1 made this ‘Heart Book' [about] 
...every time [that] he Sam] goes in and has another procedure or surgery, we add 
another page or two with pictures and a little description and Ann [sibling] is in charge 
of that ... [and] it helped Ann deal with the whole experience ...its very therapeutic... ” 
Susan mentions that Ann "... was really helpful ...especially when it came to speech. She 
was the only one who could understand him .... So she used to translate for [him as] ...he 
had his own language which didn 7 make sense ... [as] ... It was in Hebrew [and] 
English, ... she also practiced with him some of the exercises the speech therapist gave 
us. ” According to Susan, the grandfather "... was supportive but a little less involved. ” 
Three parents described their involvement as an evolution over a period of time. 
Cindy’s involvement evolved from her difficult beginning to the point where she was a 
very active member of the parent groups, joined the leadership of the group and then also 
became a parent advocate. Her involvement in Sela’s IFSP experience also included using 
“the tricks that Keith ...and the speech therapist [suggested and] .... I got involved in the 
parenting group .... I've gone to conferences and learning [as much as possible] ... and 
that's how much of an impact its made on me and ....on [Sela’s] life too.it's been a 
real positive thing. ” 
Vicky reflects that her involvement evolved from “in the beginning very little urn 
only because I knew nothing about early intervention. But as I progressed in the 
program, I decided I was able to make decisions too.As she got older I really 
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thought I want to see her work on her on her speech area and they were good about 
bringing in a speech pathologist. ” Vicky was also instrumental in requesting help and 
guidance to learn oral-motor exercises and feeding tips from a therapist to help Phoebe 
reach her goal of ending tube feedings. 
Wilson’s involvement evolved as he was initially busy with school and work but 
when his semester ended, he began to “...spend more time now with the playgroups and 
.../ spend time trying to help her articulate better. ” Bob describes his own involvement 
as having evolved over time due to his job: “When Ciara was younger, 1 was working in 
New York ...and was home only on weekends. But in the beginning, I did try to be there 
for all the big meetings/evaluations and stuff. Then 1 went to a 4 workdays ...schedule 
and now I am on a 3 workdays and 4 days at home schedule.... As my schedule changed 
and I was able to be more at home; it allowed me to be more involved with Ciara, her 
programs and her development.J' 
Thus, it is evident that the IFSP and family involvement are dynamic in nature. 
Family involvement occurs in many different ways and at different times. Furthermore, it 
changes with the IFSP; the progress of the child; parents schedule, and parent’s familiarity 
with the IFSP as a process and its related services. An important aspect in support of 
family involvement was mentioned by Able-Boone, et al., in their study on the family- 
centered approach, where “the importance of professionals’ relaying information and 
empowering families to become their child’s informed decision-maker” (1990, p. 110) was 
stressed. Family involvement was also influenced by the parent in other ways like; for 
example, where they are in terms of dealing with everything; the flexibility of their work 
schedules and their openness to learn, grow and change. 
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5.3.2 Diversity Issues 
Diversity issues that are related to ethnicity, culture, language, marital status, 
socio-economic status and sexual identity - were all presented by participants in this study 
as influencing their experience in some way. Diversity issues not only affect the way in 
which people are perceived and treated, but they also influence the way in which people 
view themselves and how they perceive the world around them. Some of the experiences 
shared by the participants in this study are presented to illustrate the influence of diversity 
issues on families on an IFSP. 
Amanda experienced a language and cultural barrier that led her to choose to not 
to participate in parent discussion groups: "... they meet and share experiences but all 
these people speak English and because I speak Spanish .... now I am speaking little bit 
better English but before .... I don 7 feel comfortable enough to be with them to share 
experiences and everything like that because I think that they are not going to understand 
my life as a Puerto Rican person .... you know our culture is very different ... I don 7 feel 
so much comfortable. ...I wasn 7 interested in that. They had the service but it was not 
for me. ” Amanda was disappointed while they were in early intervention she says, “I 
never had someone who can talk to me in Spanish ...now I can speak a little bit more 
English but before it was horrible. ” Amanda said that this also played a role in her 
stopping the occupational therapy that Julio was initially receiving, as both Amanda and 
Julio’s childcare providers spoke minimum English at the time, and had a difficult time 
trying to communicate with the therapist about her inconsistent visits, so she decided that 
,(maybe it is better if she doesn 7 come anymore ” so the services were stopped. 
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Amanda also felt strongly that a lot of socio-economic cultural factors also 
influenced her experience: “...ifyou are poor, you have a big problem. If you are a 
single mother, you have a big problem because nobody sees you like the same person ...if 
you are from Puerto Rico, you have a big problem. ” Amanda felt strongly that these 
factors clearly influenced their early intervention experience negatively. She shared that 
what she learned about early intervention and the IFSP is “that for me, if I could speak 
English very well and if I would be that parent that I can stay at home and take care of 
the kids and not someone who has to go out and work, if 1 was that person - the services 
were going to be great. ” She also says that if the early intervention program had a 
culturally diverse staff “...paying attention to the people who need the attention, it would 
be great .... But it is not like that. ” 
Maria was hesitant to get help or an evaluation when Vincent and their doctor 
suggested it as she was afraid of Anton being “labeled” which was her experience as a 
child: “You know being Hispanic, I only spoke Spanish when I started the school system 
and I was put into speech therapy ....it was a program for many years that they kind of 
stripped that Hispanic sound from any children who had it.Its very hard to get rid of 
that label ....if they say you 're delayed ... .you 're always delayed .... and I didn 7 want that 
at all for Anton. ” Nonetheless, after she understood the parental consent and 
confidentiality aspects of the IFSP, she agreed to have one. Once they began El she felt 
more comfortable which was influenced by the fact, “that there [were] other minorities in 
the group ...as [she] was a little bit concerned that [she’ll] be the only Hispanic ... [also] 
because [she] grew up in a diverse place and [she] wanted that for Anton also. Wilson, 
an African-American dad, also had an initial opposition to having an IFSP because of his 
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concern that his daughter Tammy would be labeled as “one other child of color as a 
statistic ... I'm a staunch opponent of labels. I find that once you \e been labeled by an 
educational process, that label follows you for the rest of your educational career. ...I 
didn 7 want that type of phenomena happen to my girl. ” He added that his hesitation for 
an IFSP and concern about labeling, “was about [him] having to deal with that stigma of 
race ” as he is very familiar to the racial discrimination that exists in social agencies. 
Sara mentioned that a factor that influenced their experience was that often Rina 
“...would be the only child of color and also there were no other staff of color ...and this 
affects ....the lens through which people view people and children and situations. ” In 
addition, Sara felt that within their “...extendedfamily andfamily, there is a wide variation of 
people and who they are [which] ....makes [them ]feel comfortable with Rina - who she is and 
her strengths and her areas of need ” Sara also mentioned that she did not feel any bias 
regarding the fact that she and Jane are a homosexual couple which Jane explained that “...as a 
family, we felt acceptance and support from the staff. ” But Sara said she did feel bias due to 
the fact that Rina was adopted. She felt that '‘...there is always the expectation that she won 7 
do as well as other kids [and that] ....there is also the belief that ....the situations that the 
adopted children are coming out of tends to be so much worse, that they will always just 
benefit from early intervention .... [and] .... that physicians refer adopted children to early 
intervention very easily and quickly. ” 
Angela says that “its hardfor a single mom where a dad doesn 7 really disappear 
from the picture - he really, really disappeared ...economically and everything” and that 
her being single seemed to matter to some people. Nonetheless, she appreciated that the 
early intervention staff “treatyou as a human being and [not just] like one more ...who 
182 
[has] disabled kids. ” Cindy, an African-American, felt that details that would have 
normally made a big difference to people didn’t as she says, ‘7 mean here I was a drinker, 
an alcoholic, and I was doing drugs; I wasn 7 living with her father and I am also gay - 
and it was no big deal. ” Cindy says that the people who worked with her approached it 
all as a learning experience so that they will hopefully be able to also catch the next parent 
in a crisis. Cindy did comment that as an African-American woman it did make a 
difference that she had people of African-heritage working with her because they identify 
with each other. She says that something as small as being able to say “we” are going to 
do something together makes a big difference. 
Bob included their financial status as an influencing factor on their IFSP 
experience: “Another important factor is that we can affordfor Irene to stay home with 
Ciara and that I am now able to be home much more than other dads. Our financial 
situation also makes a big difference as we are able to afford second opinions, additional 
services and more time at home with her. ” Sara said that she realized that there were 
many other people who may need El more than they do but they did not get it and it 
“ ...was an affirmation for [her] that with more education and by being middle class 
[they] are able to have more. ” 
These experiences, thoughts and feelings on diversity issues clearly illustrate that 
careful attention must be paid to these and related issues. Cindy’s positive experience 
must be more of a norm in El as it will make a huge difference in many lives. DeGangi, et 
al., offer that “cultural identity cannot be used as a criterion for making generalizations, 
sensitivity to differences in cultural values, beliefs, and practices is critical for effective 
family-professional partnership” (1994, p. 517). In addition, Hanson, et al., suggest that it 
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is imperative for professionals first “to examine the ways in which our own beliefs and 
practices affect the families with whom we work” (1990, p. 129). Each child and their 
family need to be nurtured and celebrated in El for who they are. This will foster a safe 
and accepting environment that will be inviting to all families with children with special 
needs. This is very important to families with children with special needs in an effort to 
decrease stress and increase support. 
5.3.3 Parents in Multiple Roles 
Children with special needs often lead to parents juggling different roles. An EFSP 
that introduces services and support for both the child and parents most often increases 
the need for parents to play multiple roles. This is because parents and even other family 
members will need to support the different therapy programs that their children receive by 
reinforcing exercises and following the suggestions of the therapists. The following 
examples and excerpts illustrate the multiple roles played by parents in this study. 
Amber juggles different roles of being “ ....his [John’s] mom, his grandma, his 
teacher - everything in one. ” Amber is comfortable with being more than a grandma to 
John because she says, “All my grandchildren are my children. ” Cindy’s list of roles that 
she juggles in support of Sela are: mom, teacher, speech therapist, psychiatrist, 
disciplinarian and then also being a kid, so Sela can have a playmate when needed. 
Angela’s involvement requires her to play many roles to help Andres, she says they are 
“ ...therapist, psychiatrist, translator — ‘cos he doesn 7 talk so I need to translate his 
moods, his screams, his sighs; his speech therapist; I'm and occupational and physical 
therapist, I'm everything. " One of the most basic and important roles required of parents 
was that of being a driver, which Josh describes as; ...we called Mitch the president 
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because he had so many appointments. Em, constant doctors appointments so we were 
like his driver... ” Mandy added that in supporting Howie; “I'm his friend. I'm his 
mother, I'm his teacher, I'm everything to him, you know and so we all are. ...it's 
everyone in the family ...everyone has their own role. " 
These parents and many others support their children by taking on multiple roles 
because they love them and want the best for them. These additional duties do take a 
huge toll on these parents and many of them often do so at the cost of something else. 
Respect, consideration and sensitivity must be encouraged in all staff* who interact with 
parents juggling multiple roles to ensure a positive IFSP experience. 
5.3.4 Networking 
Networking with other parents in similar situations as themselves, was clearly a 
very important source of resources and support for a lot of the mothers in this study. The 
parent-child playgroups was the popular activity that gave parents access to this valuable 
support system of each other. 
Vicky feels that the IFSP and the early intervention services that they received 
holds great meaning for her and her family as it “enriched [them] incredibly ... [with a] 
networking offamilies out there... ” Jane felt that as a mom she was “ ...less isolated as 
the networks were very supportive [also] I learned how to measure progress differently 
and be more relaxed about milestones. ” Jane added that an important helpful aspect of 
the IFSP for her were the “ ...the parent/child playgroups because they created a space to 
talk to parents going through the same thing and a safe space for Rina which provided a 
relieve from comparisons. ” Irene’s reflections were that; “So it’s good for her but its 
also been good for me to interact with the other parents and I think that s been the most 
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beneficial for me. ” Irene finds that her networking with the other moms in the playgroups 
more helpful and effective than having a social worker conduct a parent group discussion 
because she says, "...I rely on other parents as much as anyone else ... [and] many other 
parents feel the same way.... that's what makes the difference, I know with me. ” Susan 
added that "the playgroup was very meaningful ...just by virtue of being with other 
parents, especially because three kids [had] ...cardiac issues. ” 
Since parents value networking with each other so highly, I believe that El should 
nurture this by supporting parents and creating enough opportunities for them to be 
together. 
5.3.5 Occupation Influence 
The occupation training and experience of some of the moms made a big difference 
in their IFSP experience. The following examples and excerpts illustrate that some 
mothers’ occupation clearly made a difference in their understanding, interpretation and 
shaping of their IFSP experience. 
According to Jenny an important factor that helped influence her experience was 
that, “Johara was lucky ‘cos I was nurse... So I was familiar with... ” suctioning and all 
the medical equipment they needed at home. It also helped in understanding all the 
medical terms and procedures that were happening. Sara “ ...felt that [her] work in the 
special education system in schools allowed [her] to be very familiar with the [service] 
delivery system .... [and] that the providers were aware of her experience. In addition, 
both Sara and Jane felt that Jane’s occupation helped them as a family to be better 
prepared to understand the process and the development of the IFSP. 
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Due to her previous profession of being a Special Education teacher, Irene says, “I 
knew to access the services right away... ” According to Irene, “.../ knew what I was 
after and so I didn 7 have to count on [El as] they didn 7 pursue that [services for the 
family], I did personally because I had lots of contacts with school psychologists and 
social workers within the school system. ” The family’s involvement in the IFSP and El 
services was led by Irene which, Bob explains as since; “...Irene was a Special Education 
teacher for many years ...she has a keen ability to identify and separate needs. Her 
involvement was always much higher especially when Ciara was much younger. ” Irene 
added that “...my experience in the field has made a ...major difference ... because I just 
had many, many years of experience ...I've pretty much decided when to get involved and 
I know I don 7 access a lot of resources ...because I kind of do it on my own. ” 
Susan’s occupation as a social worker and her experience with a few clients who 
were in an El program, helped influence her experience with Sam’s IFSP. As she says, 
“...I was the one who said, 7 need El.' And I was checking who else and what else they 
have in the area - because most parents don 7 know. ” Furthermore, the practitioners 
involved knew Susan in her professional role as well which helped establishing familiarity 
with them as her service providers. Susan was also able to help her family by making a 
“Heart Book” that was like a journal with pictures about Sam’s surgeries. She reflects on 
those activities as “ ...great as a family process because it really gets everybody 
...involved ....[and] it helped Ann [her daughter] deal with the whole experience by 
having something to refer to, it's very therapeutic. ” Susan’s professional training and 
occupation influenced her ambivalence about joining a support group as she indicates; 
“..on the one hand I really needed it -1 needed a support group and I needed more 
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information - but I had a real approach/avoidance attitude about it -1 didn 7 want to be 
in a group where he would be exposed to germs because all of last year we isolated him 
... [and] I did not want to be in a group with a client which is an issue for me. ” 
The IFSP experience of two moms, Amanda and Susan, also influenced their 
decision to work in early intervention or related programs after their IFSP experience. 
Amanda’s difficult IFSP experience led her to decide to do something about her bad 
experiences. She is now working as a family/parent advocate/coordinator at an El related 
agency for the state: ‘7 am there because I speak Spanish ...I know that I don 7 speak 
English very well, but I know the job very well. ” Susan made a similar decision after her 
experience of having difficulties in accessing help from service providers who may have 
experience in working with families with children after difficult surgeries. Susan had 
shared that, “ ...professionally, I have much more of a desire to work with parents now 
because I’ve seen how little support at the hospital and little information they get, even 
though its out there, and how it can make an impact. I 'll like to work with parents and 
even have a group specifically for how to prepare a childfor surgery; what to do when 
the child comes home; what to do with siblings - specific topics. ” 
These experiences and decisions clearly indicate that a families’ IFSP experience 
will be influenced and shaped by a related occupation or field of study. It was also evident 
that the IFSP itself, is a ‘powerful’ program that influences lives in many different ways 
and may shape a future career path for its participants. 
5.3.6 Personal Growth in Parents 
The IFSP is also intended to support the family and have a positive effect on 
family life. In this study, some of the parents discussed the effects of the IFSP on 
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their personal lives. The examples and excerpts below will illustrate that irrespective 
whether these effects are big or small, they led to a positive result for both parent 
and child. 
Cindy believes that the impact of the IFSP and early intervention services was 
great as she says, “.... now I am back in school. I'm a student. I’m clean and sober. I've 
learned to be calmer with my daughter. .... Oh, it ’s changed my life .... Keith doesn 't 
realize it but he was a great big help to me. Things 1 would have taken for granted, I 
don 7 take for granted anymore. I mean it impacted my life so much; I got involved in 
the parenting group .... I've gone to conferences and learning and that's how much of an 
impact its made on me and ....on [Sela’s] life too.it's been a real positive thing. ” 
This personal growth from their IFSP experience holds great meaning to Cindy: “The 
meaningful thing is that I was able to change my life and feel comfortable with the 
change and ha\’e it stick. You know, I wasn 7 doing it for anybody else. I was doing it 
because I wanted to do it. ... 1 was able to do it for myself and make it stick and not feel 
like a failure if something did happen. You know, you learn from your mistakes .... I felt 
like a human being. I felt like a person should be and not be categorized. ” 
Anton’s IFSP has made a big impact on family life as Maria says, “I think it has 
probably made me more involved in Anton's life. ” Vicky feels that the DFSP and the early 
intervention services that they received holds great meaning for her and her family as she 
has “ ...become much more of an advocate for [her] kids ....[so she has] grown because of 
this process. ” Overall, Mandy believes that the IFSP and the El program has been a good 
experience, not just for Howie but also for herself; “...I've learned ummm how to raise 
even the children without disabilities a bit better... It's helped me be a better parent... 
189 
It's helped our family in a positive way as I’ve said before, that we can all work together 
for one goal, you know. ” Mandy also firmly believes that El has, “...enriched our lives 
...now I'm more political about this or assertive... when it comes to taking it up for my 
kids. So, it ’s been a positive thing... ” 
The personal growth experienced by these parents is clearly indicative that the 
IFSP can be a powerful experience for both the child and family. This is because the IFSP 
is very intimately involved in a family’s life which makes it pertinent that IFSP services and 
service providers be respectful and sensitive to all families. 
5.3.7 Meanings and Life Lessons 
As humans, we all learn from our experiences. Most of the time we are able to 
apply these lessons to the rest of lives. This allows our past experiences and the ‘meaning’ 
we make of these experiences to influence and shape they way we perceive, understand 
and live out the rest of our lives. An IFSP creates a very intimate and dynamic experience 
for the child in need, the parents and the family in general. Thus, the IFSP experience in 
itself, creates a valuable platform for life-long lessons. The following is a presentation of 
excerpts that illustrate some of the ‘meanings’ and lessons that parents in this study 
learned. 
Amber: “ ...if people need help they should go there and get the help because its 
a good program to be involved with. ” 
Cindy: “The meaningful thing is that I was able to change my life and feel 
comfortable with the change and have it stick. You know, I wasn 7 doing it for anybody 
else. I was doing it because I wanted to do it. ... I was able to do it for myself and make 
it stick and not feel like a failure if something did happen. You know, you learn from 
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your mistakes .... I felt like a human being. I felt like a person should be and not be 
categorized. ” 
Ted: "... Its just a super learning experience...” 
Vicky: ‘7've grown as ...a parent and I feel like we \e been enriched with all 
these nice relationships with all the people we met. ” 
Angela: ”I wish more people would do it [participate in El on an IFSP] as far as 
helping their kids. It's a way to begin their life whether it is medically or mentally of 
condition; it’s a way of opening doors and life. ” 
Tom: It leaves him with “ ...an optimistic feeling..” 
Felicia: ”.. for me I found that it was really positive...” 
Josh: It also gave him the knowledge and experience, “that there are people out 
there that care like he cares. ” 
Tara: Good things can come from difficult situation because “through this we got 
a son ...and he's not going away and that’s the best thing. ” 
Wilson: ”... value added type of situation ....the process has been a very enabling 
process for my family. It has enabled us all to grow and to understand some of the issues 
that go along with speech pathology and speech development and ummm ....Its also 
helped my family too because 1 ’m hearing impaired so that they have to learn to speak 
up, you know so its had some dual effects. ” 
Vincent: “ ...it gave me and my wife ...peace of mind in that ...it's not a total 
unknown that we are facing any longer.... We some idea what it is and ...what can be 
done about it. ” 
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Maria: ...as a family its just made us to be able to communicate which was a big 
problem before ... ” 
Mandy: “Its helped me to be a better parent even to those that aren 7 disabled. 
Its helped our family in a positive way ...that we can all work together for one goal. ” 
Jenny: “Oh, you know you go through life and you'd like to think you can deal 
with life and handle things that come along but all of a sudden when you have a sick 
baby ...and you know you can 7 handle it all on your own, so you tap into your 
community resources and again - how nice to have a healthy baby at the end of this 
road. ” 
Sara: El allowed for “...a negative to be translated into a positive. ” 
Bob: ”... ask yourself e very day, how can you improve ? How can I change 
myself... ? ... The purpose is to take the input and grow and improve ” 
Susan: ”...it helped confirming, what I thought I knew - how much sometimes 
you need help and to turn to whoever is out there and use other people to support you. 
...whenever you have concerns about your kids ... [do] not wait too long to explore it. It ’s 
a huge problem to worry and to feel helpless. ” 
These valuable lessons and meanings are clearly applicable to anyone as they 
reflect many different aspects of life. It is now even more explicit that the 1FSP is a very 
significant process of El that truly affects and positively changes lives. 
5.3.8 Fathers’ Involvement 
Early intervention tends to be dominated by females as parents and as service 
providers. This is encouraged by services mostly occurring during the daytime when most 
fathers are at work. However, El needs to reevaluate this time frame design and create 
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alternative opportunities to facilitate access to fathers. This is because fathers do play an 
important role in a family and an IFSP. The issues of busy dads not being very involved 
and the positivity of dads being involved were included in the reflections of the 
participants in this study. 
Tony: “Well, my wife is more involved. She definitely takes the lead ... I was 
learning, it was a learning experience ... she mostly went to a lot of the meetings ....while 
I was with the other kids at home; she would report back tome ... 1 only went to a few 
meetings with her. ” 
Tom: guess *cos 1 'm working I’m not involved. I don 7 see the people 
coming to the house. I’m not really experiencing much of anything. Its just what I hear 
from Felicia. ” Tom says that his perspective and experience was greatly influenced by the 
fact that he is working and not able to participate more. 
Josh: “I have a huge family so a lot of things just came naturally to us ...the 
nurturing, the closeness and things that he needed. ... em my father passed away when I 
was six years old .... I still yearn for that relationship with my father.... I never want my 
sons to feel that emptiness that 1 feel so its very important that I'm involved and I'm 
there. ...It really is like a measuring stick for me. ” 
Wilson: “as a dad the most beneficial aspect of the program is the playgroup. 
That's where I get to watch her social skills being developed and to watch her struggle 
with language ....[and to watch] the staff work with her instead of allowing her to lose 
that thought they help [her] to draw it out more .... [and] to become more articulate ” 
Mandy describes Tod’s involvement as, “Tod spends a lot of time with him, I work 
really hard with Howie, ... I don 7 give him a lot of LOVE [emphatically referring to 
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rolling around and playing] per se, I 'm working with him. So when Tod gets home that’s 
when they get on the floor and they wrestle and play like a normal child ...” 
Felicia suggested that it was a good idea to “...have groups at other times, during 
evenings or Saturdays to allow fathers a chance to participate and that the availability of 
playgroups during the week needs to increase. ” 
As parents, fathers need to be involved in their child and family’s IFSP, which is 
promoted by El’s family-centered approach. However, it is not very inclusive or family- 
centered to only provide services during times when fathers are unavailable. Thus, El 
needs to be more creative in their programming and offer more options to families that will 
be more inclusive to fathers and truly family-centered. 
5.4 Family Experience and Perspective: Critical Issues 
The critical issues that originate in family experience and perspective are advocacy 
issues. 
5.4.1 Advocacy 
Advocacy is a duty that parents on an IFSP may need to engage in for many 
different reasons. Parents in this study illustrated advocacy for their child by disagreeing 
with a specific service; to share information on El and an IFSP with other parents, and by 
being available to support other parents to have them avoid a difficult situation. 
Both Sara and Jane did not agree with the Stanley Greenspan approach that the 
service providers really liked and were excited about implementing with Rina. This 
approach was intended to facilitate Rina’s social and emotional development which 
according to Jane, “...we didn 7 think they were lacking... anyway. They felt that their 
opinions were unacknowledged and as Jane expressed; So we had to be fairly aggressive 
194 
about ...refusing to have that and there was still a fair amount of resistance because El 
was very much excited about this... ” Jane says that it was only until they specifically 
wrote on the IFSP form that they want the right to refuse treatment that "...everybody 
kind of sat up and said\ \you really don 7 want this ’... [so] it was very difficult [for] 
probably about a month or two ... [and] ...we were about to just refuse services all 
together ....at that point we felt very much outside of the process. ” This type of difficult 
situation is not uncommon as McWilliam, et al., found in their study that “the prevailing 
reason for friction was the clash between what the families believed was best for their child 
and the early intervention services available” (1995, p.54). 
Amanda was disappointed in that El and her IFSP did not provide the level of 
services and support that she needed. Some of this was very connected to cultural and 
language issues. Thus, Amanda decided to do something about her bad experiences and 
try to prevent another Spanish-speaking parent from experiencing her difficulties. So, she 
is now working as a family/parent coordinator at a related agency; “I am there because I 
speak Spanish ...I know that I don 7 speak English very well, but 1 know the job very 
well. ” 
Felicia was disappointed about being unaware of El services for her older son. 
She had a positive IFSP experience with her daughter and is very aware of the big 
difference El made. Thus, she believes “that its definitely an excellent program that 
[she’s] been happy with ....[and is now ]....trying to educate people out there ....that these 
services are available [and that] its free. ” 
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It is clearly evident that advocacy related to El and IFSP services may occur in 
different ways. It is even more pertinent to note that advocacy is important and makes a 
difference. Thus, El needs to ensure a climate to support advocacy. 
5.5 Other Important Data 
The most helpful aspects listed by parents are depicted in figure 8. The most 
popular services were therapeutic in nature like speech and physical therapy, and 
playgroups. This makes sense as parents are in El to help their child with a specific delay 
or disability. The caseworker or developmental educator, who coordinates the services 
for a family were also noted as most helpful. This confirms the significance of this role to 
families on an IFSP. Another aspect noted as most helpful by a few parents, was the 
advice and suggestions that parents received. This is a fundamental basic aspect of the 
IFSP and El, which is very important to parents because it allows parents an opportunity 
to make a concrete difference in their child’s life by following an idea or suggestion from a 
service provider. These aspects together with the others depicted indicates the IFSP 
services and aspects that were most appreciated and beneficial to parents as they made a 
valuable difference in their lives. 
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Figure 8: Most Helpful Aspects/Services of the IFSP 
The least helpful aspects of the IFSP experience for parents, in this study are 
depicted below in figure 9. A very positive revelation of this data indicates that most 
parents found “nothing” in their IFSP experience to be least helpful. This is important as 
it supports the idea that El and the IFSP are very effective in providing services to 
children and families. This data also illustrates some details that need careful attention as 
they need to be improved. The two more common aspects are coordination and 
assessment issues. Both of these aspects are integral to El and the IFSP as they both do 
affect all domains of El and the IFSP. Thus, it is imperative for these two aspects to 
receive more careful attention focussed on improvement. This will lead to overall 
improvements in El and the IFSP. 
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Figure 9: Least Helpful Aspects/Services of the IFSP 
As an intimate and complex program, the IFSP experience of a family may be 
influenced by many different factors. As illustrated in figure 10, these factors may include 
social aspects like diversity, occupation, family services, family involvement and an “open- 
mind” approach to childrearing and child development. The most common influential 
factor in this study, are diversity issues. This is significant and also most sensible as 
diversity issues affect both they way individuals are treated by others and also they way 
individuals perceive themselves in relation to others. Earlier discussions on this issue 
clearly portrayed both the positive and negative experiences that parents shared related to 
diversity. Occupation of a parents was the next common factor. The influence of a 
current or prior occupation on an IFSP experience, or the influence of the IFSP experience 
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on a later occupation; were all noted by parents. This was an indication that a parent’s 
occupation may influence their IFSP experience or an IFSP experience may influence a 
parent s future occupation. The coordination of services was also selected by parents to 
be a factor that influenced their IFSP experience. Due to the central role of coordination 
in the successful implementation of an IFSP, this is indeed an important factor that may 
influence a family’s IFSP experience. All these factors, together with others depicted on 
figure 10, clearly are important and influential. Thus, careful attention must be paid to 
details related to these factors to ensure an efficient and successful IFSP experience. 
Figure 10: Factors that Influenced Parents IFSP Experience 
Family Involvement 
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The IFSP provides a wide range of services to benefit both children and families in 
an effort to be developmental, multidisciplinary and family-centered. The participants in 
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this study clearly received a wide range of services as is illustrated in figure 11 below. The 
focus of services is very child-oriented which is rather common in early intervention. The 
range of thirteen services listed by participants in this study only included three (parent 
support group, counselor for mom and a social worker) that were not child-focussed. The 
overall focus was on supporting the developmental needs of the child. The most common 
was speech therapy followed by playgroups and then the services of a developmental 
educator. It is indeed apparent that El must be more family-centered in the services that 
they provide. Parents must be fully informed of all the options of services to allow them 
to consider some other services that may be more family-centered and not just child- 
focussed. 
Figure 11: IFSP Services Received by Children & Families 
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CHAPTER 6 
CONCLUSION & IMPLICATIONS OF THE STUDY 
6.1 Conclusion 
The themes and critical issues that emerged from this study clearly portray the 
complex and dynamic nature of the IFSP and El. The themes of this study are the role of 
the caseworker, the coordination of the IFSP, parents in multiple roles, family 
involvement, diversity issues, assessment issues, transition from an IFSP to an IEP, 
personal growth in parents, and meanings and life lessons. The critical issues are home- 
based services, family services, networking, teamwork, advocacy, fathers’ involvement, 
free services, influence of occupation, and the flexibility of changing services with 
changing needs. Each of these themes and critical issues are comprised of layers related to 
their source of origination either in service coordination, or family experience and 
perspective. Some of the themes and critical issues are compounded by experiences with 
issues like diversity and difficult transitions. This conclusion and implications discussion is 
organized by themes and critical issues that have originated either from service 
coordination or family experience and perspective. 
6.1.1 Service Coordination 
The themes and critical issues that originate in service coordination are: the role of 
the caseworker, the coordination of the IFSP, assessment issues, transition issues, home- 
based services, family services, teamwork, free services and the flexibility of changing 
services with changing needs. Difficulties with service coordination is not uncommon in 
El, as Garrett, et al., in their study El programs found that: “Despite extensive effort and 
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significant system development progress, the legislative vision of a comprehensive, 
coordinated, multidisciplinary, interagency system that was driven by family input was not 
yet fully realized at the local level” (1998, p.188). The parents in this study portrayed a 
wide range of experiences including both positive and negative experiences, with these 
different aspects of service coordination. 
The role of the caseworker and the coordination of the IFSP services are both 
central to facilitating the efficiency and effectiveness of an IFSP. The caseworker needs to 
exhibit good knowledge and skill of services and options for parents. In addition, the role 
of caseworker is to support the family in their IFSP experience by creating a nurturing 
climate. McWilliam, et al (1998) highlight six elements of positiveness, sensitivity, 
friendliness, responsiveness, and child and community skills, as the basis to supporting a 
family and facilitating a family-centered approach. The experiences of some parents in this 
study portrayed some of these elements. Amanda refers to her caseworker as, “...it was 
my support ....that changed everything... ” Josh describes their caseworker as “Keith was 
good at getting the services that we wanted... ” and his wife Tara added that “...he was 
always reassuring. ” Thus, it is evident that the caseworker does makes a difference in a 
family’s experience. In a their study, McWilliam, et al., found that the participants in their 
study on parents satisfaction and struggles with El services, were very pleased with the 
services and “revealed that the source of much satisfaction was the personal support 
provided by individual professionals” (1995, p. 53). 
The coordination of the IFSP and its related services refers to the accessing and 
scheduling of services, providing a range of services, good communication, and adequate 
staffing of service providers. Juggling all of these variables can be a truly daunting task 
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which actually led to one of the attractive features of El - - teamwork. Teamwork strives 
to facilitate consistency, increased support and a multidisciplinary approach to the IFSP 
process. Parents in this study appreciated teamwork for positive differences it made in 
their IFSP experiences. Cindy says, “ ...me being out there in school now, its finally come 
to light ...if they all work together, it will help the people. ” Based on her experience with 
decision-making, Angela says, “Its teamwork. I come up with some options, they come up 
with some and then we add up and discuss them and come up with the best for Andres. ” 
The experiences of parents in this study also portrayed that service coordination is 
further complicated because it also has to be appropriately matched and acceptable to each 
unique family. Families in this study illustrated both the satisfaction of good coordination 
and the difficulties of poor coordination. Mandy was frustrated that for six weeks her son, 
Howie was “....being overlooked with speech therapy ... because Howie lost so much 
time. ” Amanda says, ‘7 didn ’t like that they knew that he needs physical therapies ...and 
they don 7 have enough people to work with them ... [so] he hasn 7 received them yet...” 
An important reason to ensure adequate staffing and to avoid these problems is illustrated 
by Angela who says, “ ...we lose time [and] when you have a condition ...time is 
precious. ” One of the services that were highlighted by most parents as being very 
positive, were the playgroups. Sara found these very positive “ ...because they created a 
space to talk to parents going through the same thing and a safe space for Rina which 
provided a relieve from comparisons. ” 
Most parents in this study discussed issues and dissatisfaction that they 
experienced in the planning and actual transition from an IFSP to an IEP with the local 
school system. Hanson and Lynch acknowledged that this will be a source of great 
v 
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difficulty: “Moving from the nurturing environment of most infant and toddler programs 
to the hurly-burly of preschool causes stress for both parent and child; but that stress can 
channeled into eagerness and enthusiasm if the early intervention team, family, and 
preschool team work together on the transition” (1989, p. 41). The average and mode of 
the age of the children in this study was three years old, the time of transition from an 
IFSP to an IEP. 
Vicky was pleased with their transition experience as she felt that their Special 
Education Director was “generous” because they received most of the services they had 
requested. Although, Lacy found it helpful to plan ahead, she was unhappy that her 
daughter has to wait a whole summer till the Fall to begin her IEP as she say, “Its those 
earlier time frames you want to try to get” to make the most impact. Angela shared “I'm 
very devastated ... because the school system is nothing like an early intervention 
program. I'm really scared and sad. " Josh said, “The problem is, not only did the 
people change - the system changed - the transition was like starting all over and the 
relationships were never the same. ” Wilson added, that El and IFSP services need “...to 
expand at least through age 4. I think that 3 years old is too fast of a call. ” Some 
parents were also concerned about their children entering multi-age classes where there 
was a wider age range compared to El. Another difference with an IEP that parents 
mentioned difficulty with, was the issue of labeling. Vincent said that the need for “ ...the 
child being labeled in the public school system [was hard because in El] ...they simply 
had to say this child needs services ....[which] was much less psycholigically traumatic 
for the parent. ” Thus, the parents in this study clearly depict that the transition from an 
IFSP to an IEP needs attention to make it a smoother, more comfortable process and 
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preferably later process as 3 years old was considered too young. Transitions, in general, 
are challenging and often require a period of acceptance and adjustment. This is 
compounded when it involves children with special needs and parents who are already 
‘stretched’ in juggling a lot to provide the best for their child. Therefore, this process 
needs to be improved. 
Some parents in this study also expressed dissatisfaction with the assessment 
aspects of the IFSP development. Assessments are important to facilitate the development 
of an appropriate and effective IFSP but it is even more important for this process to be 
carefully administered. Some of the problems mentioned by parents in this study include 
the following. Sara mentioned that she found them to be “...depressing and a little hard 
... [because] the range of normal is always so narrow, it did not allow enough for 
individual uniqueness or characteristics. " Susan added that her dislike was because 
"... they see the kid and they focus their assessment on one specific time in the child's life 
and freeze the child but very often the child won't respond to you because he doesn 7 
know you or won 7 perform... ” Irene felt that some of the assessment issues can be 
avoided if the results are communicated “ ...with parents in such a way that they are not 
as overwhelmed or intimidated... ” A related aspect to assessment that parents 
appreciated about the IFSP was the critical issue of the flexibility of changing services 
with changing needs. Jane reflected on the switch of emphasis in Rina’s IFSP as, 
“...physical therapy is now being replaced by speech. And that decision ...comesfrom 
what we think ...we 're very comfortable with her motorically now and so we don t care so 
much about that now — we 're very worried about speech.... Tara reflected on her 
experience by saying, “...as Mitch got older and matured ...and social services were no 
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longer needed then we got rid of them. But when we needed them he had them and they 
all played an effective role. ” This flexibility of the IFSP program is very important to 
ensure that services are always appropriate and beneficial. Flexibility is valued as a means 
to avoid “wasting” limited resources and to avoid becoming “intrusive” to a family. 
Family services are an integral component to and IFSP to facilitate the goal of 
being family-centered. According to Dunst et al., “interventions that are family-centered 
are more likely to have broad-based positive influences on a number of aspects of child, 
parent, and family functioning” (1991, p. 124). Unfortunately, there were very few 
families in this study who benefited from this goal. Susan felt that her family could have 
benefited from sibling programs for her daughter and she, herself from talking to a 
counselor. However, she offers that they, as parents may have influenced this lack of 
family services because “...we presented ourselves as mostly focussed on him [Sam] and 
very well together - we were saying we were having a very hard time but we presented 
ourselves very well. ” Based on her own experience, Irene shared an idea of what she felt 
would have made a difference for her family, to have had a more family-centered IFSP: 
“In the very beginning of getting services, there needs to be an orientation of the whole 
family, at the home with everyone [including staff] ...even if it is on weekends. ” Cindy 
was one of the parents, who did get to have a counselor for herself as part of her IFSP 
which made a huge difference in her life. In Vicky’s family, the other triplets were able to 
join Phoebe, one of the triplets, in her playgroups and their older brother participated in a 
program for siblings offered by their El program. Vicky was appreciative of these 
services, as they were beneficial. Many more families need to have family services 
available to them, as this will allow El and IFSP services to be more family-centered as 
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was intended. Another perspective on this issue that is based on parents’ focus on the 
child, is offered by McWilliam, et al., “One of the tenets of family-centered practices is to 
be responsive to families’ priorities. Thus, completely child-focused intervention can 
actually be family-centered, as long as interventionists have made clear to families that a 
family focus is also an option” (1995, p. 56). 
The critical issue of home-based El and IFSP services was raised by Amanda as 
she felt strongly in saying, “I believe that the home-based program doesn 7 work” based 
on her IFSP experience. As a Puerto Rican single mom of three with two children with 
special needs, limited English speaking skills, suffering from depression, unemployed and 
still in college - - Amanda clearly needed lots of help and support. She was away all day 
at a community college in the next town and had her son in a family daycare program and 
found it difficult to “....give [her son] therapies ...because [she] didn 7 have time ...it is 
different if for example [El] say, they have a center where they (the children) can be and 
they are going to give them the therapies ....its not that you don 7 want to do something 
...but sometimes the parents can 7 be there and it is frustrating.... ” Family-centered, 
home-based El and IFSP services in the child’s natural environment are pertinent 
cornerstones of El and the IFSP. Nonetheless, it is also extremely important for IFSP 
services to be applicable and appropriate to the situation of the child and family in 
question. More mothers are joining the workforce and a lot of parents are responding to 
the need for a higher education to get a better job by going to college, thus El needs to 
diversify services to be able to cater to different families and families needs. The free 
services of El was not a deciding factor for any of the families in this study but it was 
mentioned and appreciated by a lot of them. Vicky says that at a time when she was so 
overwhelmed “ ...it was just nice to know that that was taken care of. ” 
6.1.2 Family Experience and Perspective 
The themes and critical issues that originate from family experience and 
perspective are: diversity issues, parents in multiple roles, family involvement, personal 
growth in parents, meanings and life lessons, networking, advocacy, fathers’ involvement 
and influence of occupation. 
A range of diversity issues were experienced by many participants in this study. 
Some of these included race/ethnicity, language, ableism/labeling issues, marital status, 
socio-economic status and sexual identity. Amanda said that throughout her IFSP 
experience, ‘7 never had someone who can talk to me in Spanish ...now I can speak a 
little bit more English but before it was horrible. ” She also added that “...ifyou are 
poor, you have a big problem. If you are a single mother, you have a big problem 
because nobody sees you like the same person ...ifyou are from Puerto Rico, you have a 
big problem. ” These issues led Amanda to interrupt her IFSP experience for a year due 
to communication problems and the fact that she was busy as a student and the services 
for her son were incompatible with her schedule. Maria was hesitant to get El and IFSP 
services for her son Andre as she had suffered the stigma of‘labeling’ as a child, which is 
an issue related to ableism and often involves prejudiced experiences. She said that “Its 
very hard to get rid of that label ...if they say you 're delayed ...you 're always delayed 
...and I didn 7 want that at all for Anton. " Sara mentioned that their experience was 
influenced by the fact that most often their daughter Rina, “...woidd be the only child of 
color and also there were no other staff of color ...and this affects ... the lens though 
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which people view people and children and situation. ” However, Sara added that she 
and Jane as a homosexual couple and “...as a family, we felt acceptance and support from 
the staff ” 
Cindy portrayed an inspiring experience of interacting with service providers who 
were open and sensitive to diversity issues. She said, “1 mean, here 1 was a drinker, an 
alcoholic, and 1 was doing drug; I wasn 7 living with her father and I am also gay - and 
it was no big deal. ” She reflected that the staff she worked with approached her situation 
as a learning experience and she felt that having African-American staff did make a 
positive difference to her as an African-American woman. Bob identified their financial 
status as an influencing factor when he said, “...we can affordfor Irene to stay home with 
Ciara and I am able to home much more than other dads ....we are able to afford second 
opinions, additional services and more time at home with her. ” An important factor that 
was portrayed by Amanda’s situation in this study and that was recognized by Sara based 
on her experiences with other families, was that often people who need El and IFSP 
services do not get it. She regarded her family’s experience in comparison to others as 
“ ....an affirmation for [her] that with more education and by being middle class [they] 
are able to have more. ” These and other experiences related to diversity issues presented 
in this study, clearly indicate that El and IFSP service providers need to improve their 
ability to service, nurture and celebrate each family. Extra effort and careful attention also 
needs to be paid to families with multiple needs related to diversity issues to ensure that 
those who need the services most receive them. 
Family involvement is crucial to the successful development, implementation and 
effectiveness of an IFSP. This is because the child exists in context of the family and not 
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separately. Maria describes her involvement as, “...I'm always involved in everything he 
does, he's never alone or isolated or by himself in any of the process. ” Wilson describes 
his wife Lacy’s involvement as, “Lacy has spent a lot of time researching and developing 
with the coordinators ....what goals ... Tammy needs. ” For some parents like Vicky, her 
involvement evolved over time as she says, “...in the beginning ...I knew nothing about 
early intervention ....But as 1 progress in the program, 1 decided 1 was able to make 
decisions too. ” As indicated by parents in this study, family involvement may occur in 
different ways at different times and is influenced by many factors especially parents’ 
schedules, parents’ openness to learn and the progress of the child. Some aspects of 
family involvement are discussed below as they emerged from this study as being very 
significant to parents’ experiences in this study are juggling multiple roles, networking, 
advocacy and fathers’ involvement, 
IFSP services and El often increases the need for parents of children with special 
needs to juggle multiple roles. This occurs because parents and sometimes other family 
members too, often need to reinforce specific exercises or follow the suggestion of 
therapists, in an attempt to facilitate the effectiveness of their IFSP. Angela describes the 
roles that she juggles to support her son Andres, “ ...therapist, psychiatrist, translator- 
‘cos he doesn 7 talk so 1 need to translate his moods, his screams, his sighs. I'm his 
speech therapist, occupational and physical therapist, I'm everything. ” Mandy said, 
“I’m his friend, I'm his mother. I'm his teacher, I'm everything to him... ” Although, 
some of these may seem to be regular parental duties; due to the focus, intensity, stress 
and long term period for which these parents need to juggle these roles - - it is far from 
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regular parental duties. Thus, all El service providers need to interact respectfully and 
sensitively with families on an IFSP in consideration of all they are juggling. 
Advocacy was an important role and duty to some parents in this study. Advocacy 
took on different forms of disagreeing with services, encouraging parents in need to 
consider El and IFSP services, and by supporting other parents in difficult situations 
related to El. In her study, Able-Boone reported that on the topic of value conflicts in El 
both parents and professionals “identified different parent and professional priorities for 
the child as the leading conflict in the delivery of early interventions services” (1996, p. 
15). Jane describes that when they disagreed with a specific type of therapy for their 
daughter, Rina, it took a while to be acknowledged: “So we had to be fairly aggressive 
about ...refusing to have that and there was still a fair amount of resistance ....we were 
about to just refuse services all together.... ” After her difficulties with El and the IFSP, 
Amanda began a job as a family/parent coordinator at a related agency in an effort to help 
other parents, she said, ".../ know that I don 7 speak English very well, but 1 know the job 
very well. ” Similarly, Felicia is now “ ...trying to educate people out there ...that these 
services are available [and that] its free... ” because she is happy with her IFSP 
experience for her daughter and wishes that she had known about it and used it to help her 
older son. 
Networking was a critical issue that parents highlighted in this study as they felt 
strongly about the benefits of meeting and interacting with other parents. The source of 
meeting other parents were the parent-child playgroups that parents in this study had 
highlighted as a very positive aspect of their IFSP experience. Irene said, ...I rely on 
other parents as much as anyone else ... [and] many other parents feel the same way 
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... that's what makes the difference, 1 know with me. ” Jane said that she felt “...less 
isolated as the networks were very supportive... ” A few mothers in this study clearly 
portrayed the significance of their professional occupation and experiences on their IFSP 
experience. Jenny said that “Johara was lucky "cos I was a nurse .... So I was familiar 
with.... ” suctioning, all the medical equipment and able to understand the medical terms 
and procedures. Susan used her training as a social worker to help her family come to 
terms with her son, Sam’s heart defects and surgeries by making a “Heart Book”. Susan 
reflects on this as “....great as a family process because it really gets everybody 
...involved ....[and] it helped Ann [her daughter] deal with the whole experience by 
having something to refer to, its very therapeutic. ” On the other hand, the IFSP 
experience also influenced the occupation some mothers chose after their IFSP experience. 
Susan is currently working as she had hoped and described in the interview, when she had 
said, “ ...professionally, I have much more of a desire to work with parents now because 
I’ve seen how little support at the hospital and little information they get, even though its 
out there, and how it can make an impact. I 'll like to work with parents and even have a 
group specifically for how to prepare a childfor surgery; what to do when the child 
comes home; what to do with siblings - specific topics. ” Thus, it is evident that a 
parent’s occupation can make a big difference in understanding, interpreting and shaping 
their IFSP experience. The IFSP is also a ‘powerful’ experience that affects lives in many 
different ways and may even shape a future career for some. 
The participants in this study illustrated the challenge of fathers’ minimum 
involvement due to work schedules, as well as the positivity of dads being more involved 
when it was possible. Tom describes his experience as, “ ...I guess 'cos I'm working I m 
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not involved. I don 7 see the people coming to the house. I 'm not really experiencing 
much of anything. Its just what I hear from Felicia. ” Bob shared that, “When Ciara was 
younger, I was ... home only on weekends. Then I went to a 4 workdays ... and now I am 
on a 3 workdays and 4 days at home schedule. As my schedule changed ...it allowed 
me to be more involved with Ciara, her programs and her development. ” When Wilson’s 
schedule changed he began attending playgroups instead of his wife and said that, “...as a 
dad the most beneficial aspect of the program is the [speech] playgroup. That’s where I 
get to watch her social skills being developed and to watch her struggle with language 
[and] to become more articulate. ” Fathers’ are significant in a child’s life and El needs to 
create more accessible opportunities to involve fathers. Participants in this study clearly 
illustrated that fathers will be more involved if possible and that they do enjoy it too. In 
his study on fathers’ involvement in early intervention, Roth (1984) presented data that 
illustrated fathers’ involvement in many activities. These included staying in the hospital 
with a child and other supportive activities that are generally not mentioned when fathers’ 
role in early intervention is considered. Thus, early intervention needs to look at 
involvement more broadly to account for activities that may not necessarily appear on an 
IFSP. 
Other than influencing a parent’s occupation after their IFSP experience, some 
participants in this study also clearly experienced effects of their IFSP experience in other 
aspects of their lives. Parents experienced many different types of personal growth. 
Cindy shared that, “ ...now I am back in school. I'm a student. I'm clean and sober. I ve 
learned to be calmer with my daughter. ....Oh, it’s changed my life! .... The meaningful 
thing is that I was able to change my life and feel comfortable with the change and have 
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it stick. ” Vicky said that she has "...become more of an advocate for [her] kids ... [and] 
has grown because of this process. ” Mandy reflects that “...I've learned umm how to 
raise even the children without disabilities a bit better... It ’s helped me be a better 
parent. ” Due to these personal growth experiences as well as their overall IFSP 
experience, many parents in this study portrayed a wide range of “meanings” and or life 
lessons that they have gained from being on an IFSP. Angela said, “I wish more people 
would do it [have an IFSP] as far as helping their kids. It’s a way to begin their life 
whether it is medically or mentally of condition; it's a way of opening doors and life. ” 
Vincent shared that, “ ...it gave me and my wife ...peace of mind in that ...it’s not a total 
unbiown that we are facing any longer... We have some idea what it is and ...what can 
be done about it. ” Sara felt that their IFSP experience allowed for “...a negative to be 
translated into a positive. ” Susan shared that, “ ...it helped confirming, what I thought I 
knew - how much sometimes you need help and to turn to whoever is out there and use 
other people to support you. ... [also] whenever you have concerns about your bds ... [do] 
not wait too long to explore it. It's a huge problem to worry and feel helpless. ” These 
meanings and lessons are very applicable to anyone as they reflect different aspects of life 
in general. These reflections from this study clearly depict that the IFSP is a very 
significant, intimate and complex process that truly affects and changes lives. 
The IFSP also led to significant changes in a lot of children in this study. These 
were positive changes of growth and improvement that many parents in this study 
mentioned. Amber reflects on the improvements that she noticed in her grandson John, 
“ ...it really helped him doing that program ...he is speaking better now ...he changed a 
lot... ” Vicky also noticed improvements in her daughter Phoebe, “...I saw a huge 
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change in her ...everything took off, the feeding, the speech, the ability to balance better 
- everything and it all sort of came together ...so its worked out well. ” Similar, positive 
changes were also mentioned by other parents in this study. This clearly illustrates that 
early intervention and the IFSP do promote developmental improvements and progress in 
the children served. 
The siblings of the children on an IFSP in this study were mentioned in a few 
different contexts. These were childcare issues for siblings during therapy sessions, 
activities and programs for siblings offered through El, siblings reinforcing exercises and 
siblings needing support. One of the reasons that influenced Amanda’s decision to not 
attend a parent discussion group was that there was no childcare available for her other 
children. Mandy said that keeping her other three children quiet and out of the way during 
Howie’s therapy sessions was challenging “ ...because if Howie sees them outside then he 
wants to g outside. ” Wilson shared that his other daughters help Tammy practice her 
speech exercises and “...her sisters spend time trying to interpret what she is saying and 
also trying to give her points to reference from ” when she is trying to say something. 
Vicky mentioned that her older son did attend an activity for siblings in their El program 
and her other children were able to participate in playgroups with Phoebe as part of her 
IFSP. Susan shared that she had wished that someone had offered their family information 
on sibling activities as her daughter would have benefited from it. Instead, Susan engaged 
both Sam and his sister Ann in a therapeutic activity of making a ‘Heart Book’ about 
Sam’s surgeries and “ ...Ann is in charge of that... [and] it helped Ann deal with the whole 
experience. ” 
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The reflections of these parents clearly depict that siblings play an important role 
as part of a family and need to be acknowledged in an IFSP and early intervention 
program. Early intervention needs to provide childcare services to allow parents greater 
accessibility to services for their child with special needs as well as themselves. In 
addition, a range of services that include emotional support, educational, developmental 
and fun activities need to be offered. Without these types of services El will maintain its 
focus on the child with special needs and parents, which is not at all truly family-centered. 
Early intervention needs to make efforts to have a broader definition of‘family’ in theory, 
policy, practice and reality. Other than siblings, other family members like grandparents, 
aunts, uncles, and cousins also need to be considered and included. This will facilitate a 
true family-centered focus in early intervention. 
This study clearly portrayed that there are many dimensions to parents’ 
experiences with the IFSP. This includes positive experiences of their child with special 
needs improving developmentally, as well some difficult challenges like transitioning to an 
IEP. The parents in this study illustrated that an IFSP truly impacts their lives in both 
anticipated ways of providing necessary therapies for their child with special needs, and in 
unanticipated ways that may lead to a change in their own occupation. The results of this 
study also clearly indicate that the role of the caseworker is pivotal in making a difference 
on the type of experience a family has on an IFSP. Diversity issues need urgent attention 
to ensure that all families are treated with respect and sensitivity, and that families with the 
most needs will receive the most services. Transition from an IFSP to an IEP demands 
careful planning and organization to prevent the many issues presented by parents in this 
study. Throughout all the positive and negative, experiences and perceptions mentioned 
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by parents, it was apparent that the IFSP and El services do make a positive difference. It 
is this difference that improves the quality of life of children with special needs, and when 
it is implemented in a family-centered manner, it also improves the quality of life of the 
family. 
6.2 Implications for Practice 
Caseworkers need to be carefully screened before hire to ensure that they are 
comfortable with all aspects of their role. This is especially with regards to their ‘people 
skills’ and the need to be more than a professional to parents, by being friendly and 
supportive. Staff development training programs must be encouraged to develop and/or 
refine the necessary skills to be a sensitive, caring, good listener and skilled caseworker. 
El centers need to hire additional staff to serve as floaters to avoid scheduling and 
inadequate staffing problems. In an effort to attract and retain staff, El needs to offer 
more competitive salaries with lucrative benefits. El staff needs increased training on 
sensitivity and helping skills related to diversity issues. El programs need to hire more 
diverse staff to facilitate their services to a diverse range of families. 
The types of assessments used need to be reviewed and improved to be more 
culturally and developmentally appropriate. Furthermore, staff training on assessments 
needs to be reviewed and improved with regards to the conducting of assessments and 
sharing the results with families in a more sensitive and appropriate manner. The 
transition from an IFSP to an IEP was very difficult for most families. The service 
providers for both the IFSP and the IEP need to collaborate much more to promote a 
smoother transition for families. In addition, staff needs to begin planning as early as 
possible with parents to allow them time to prepare for the transition. Special attention 
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must also be paid to the period in between the end of an IFSP and the beginning of an IEP 
with the intention of minimizing any interruption in services. 
El and IFSP programs were not family-centered according to the experiences of 
participants in this study. Staff needs pre-service and in-service training on becoming 
more family-centered as it is one of the pillars of El. Staff needs to engage in discussions 
with parents on being family-centered to inform them and to hear their ideas of ways in 
which staff could serve them in a more family-centered approach. An important aspect of 
this is for the El program and the staff to embrace a broader definition of‘family’ and not 
limit it to the child with special needs and the parents. This family-centered approach 
needs to include siblings as they do have an important role in the family. Siblings also 
have significant needs that must be met to help them through the IFSP process and to 
facilitate good relationships with their siblings with special needs. Other family members 
also need to be considered and included like grandparents, aunts and uncles, in an effort to 
be truly family-centered. 
6.3 Implications for Research 
Research studies need to explore caseworkers’ perceptions of their complex role 
with a focus on the necessity of being friendly and caring to families. Studies need to be 
conducted on effective strategies for training caseworkers for their complex role in El and 
IFSP programs. Research to seek out strategies for supporting families with multiple 
needs, like Amanda, needs to be conducted to ensure that these families receive all the 
help and support that they need. The participants in this study depicted many parents 
juggling multiple roles and being intensely involved in their child’s IFSP program and 
therapies. The stress level and ‘burn-out’ status of such parents needs to be investigated 
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with the goal of ascertaining strategies on supporting these families. Fathers’ involvement 
is a crucial element of an IFSP and it needs to be encouraged and supported. To 
accomplish this, I believe that the following questions need to be investigated: What does 
fathers’ involvement look like? How common is fathers’ involvement? Is fathers’ 
involvement encouraged in El? How is it encouraged? Strategies on becoming more 
family-centered and the development of successful training programs for staff to learn 
these strategies, needs to be researched. This is an urgent need as the experiences in this 
study clearly indicated that El and IFSP programs are still not family-centered. In 
addition, research must be conducted on understanding how parents and El staff choose to 
define family. Further research will also be beneficial on developing strategies to engage a 
broader definition of‘family. 
6.4 Implications for Policy 
Policies on monitoring the actual practices of El and IFSP implementation, 
especially with regards to diversity, transition and family-centered issues; needs to be 
developed. Furthermore, there needs to be policy mandates that ensures access to funds 
and special services, if needed, to help with transition, diversity and families with multiple 
needs issues. The policy on the cut-off date from IFSP services needs to be reviewed and 
changed to four or five years old, as three years old was considered too young by most 
participants in this study. Specific policies, that define a broader definition of‘family 
needs to be developed and enforced. Policy development also needs to specifically focus 
on the siblings of children with special needs to enhance their experience on the IFSP. 
% 
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APPENDIX A 
P. L. 105-17, 1997 
Part C -- Infants and Toddlers with Disabilities 
Sec. 631. Findings and Policy. 
(a) FINDINGS - The Congress finds that there is an urgent and substantial need ~ 
(1) to enhance the development of infants and toddlers with disabilities and to 
minimize their potential for developmental delay; 
(2) to reduce the educational costs to our society, including our Nation's schools, 
by minimizing the need for special education and related services after infants and 
toddlers with disabilities reach school age; 
(3) to minimize the likelihood of institutionalization of individuals with disabilities 
and maximize the potential for their independently living in society; 
(4) to enhance the capacity of families to meet the special needs of their infants 
and toddlers with disabilities; and 
(5) to enhance the capacity of State and local agencies and service providers to 
identify, evaluate, and meet the needs of historically underrepresented populations, 
particularly minority, low-income, inner-city, and rural populations. 
(b) POLICY - It is therefore the policy of the United States to provide financial 
assistance to States -- 
(1) to develop and implement a statewide, comprehensive, coordinated, 
multidisciplinary, interagency system that provides early intervention services for 
infants and toddlers with disabilities and their families; 
(2) to facilitate the coordination of payment for early intervention services from 
Federal, State, local, and private sources (including public and private insurance 
coverage); 
(3) to enhance their capacity to provide quality early intervention services and 
expand and improve existing early intervention services being provided to infants 
and toddlers with disabilities and their families; and 
(4) to encourage States to expand opportunities for children under 3 years of age 
who would be at risk of having substantial developmental delay if they did not 
receive early intervention services. 
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SEC. 632. DEFINITIONS. 
As used in this part: 
(1) AT-RISK INFANT OR TODDLER - The term 'at-risk infant or toddler' means an 
individual under 3 years of age who would be at risk of experiencing a substantial 
developmental delay if early intervention services were not provided to the individual. 
(2) COUNCIL - The term 'council' means a State interagency coordinating council 
established under section 641. 
(3) DEVELOPMENTAL DELAY - The term 'developmental delay', when used with 
respect to an individual residing in a State, has the meaning given such term by the 
State under section 635(a)(1). 
(4) EARLY INTERVENTION SERVICES - The term 'early intervention services' 
means developmental services that -- 
(A) are provided under public supervision; 
(B) are provided at no cost except where Federal or State law provides for a system of 
payments by families, including a schedule of sliding fees; 
(C) are designed to meet the developmental needs of an infant or toddler with a 
disability in any one or more of the following areas - 
(i) physical development; 
(ii) cognitive development; 
(iii) communication development; 
(iv) social or emotional development; or 
(v) adaptive development; 
(D) meet the standards of the State in which they are provided, including the 
requirements of this part; 
(E) include -- 
(i) family training, counseling, and home visits; 
(ii) special instruction; 
(iii) speech-language pathology and audiology services; 
(iv) occupational therapy; 
(v) physical therapy; 
(vi) psychological services; 
(vii) service coordination services; 
(viii) medical services only for diagnostic or evaluation purposes; 
(ix) early identification, screening, and assessment services; 
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(x) health services necessary to enable the infant or toddler to benefit from the 
other early intervention services; 
(xi) social work services; 
(xii) vision services; 
(xiii) assistive technology devices and assistive technology services; and 
(xiv) transportation and related costs that are necessary to enable an infant or 
toddler and the infant's or toddler's family to receive another service 
described in this paragraph; 
(F) are provided by qualified personnel, including — 
(i) special educators; 
(ii) speech-language pathologists and audiologists; 
(iii) occupational therapists; 
(iv) physical therapists; 
(v) psychologists; 
(vi) social worker; 
(vii) nurses; 
(viii) nutritionists; 
(ix) family therapists; 
(x) orientation and mobility specialists; and 
(xi) pediatricians and other physicians; 
(G) to the maximum extent appropriate, are provided in natural environments, 
including the home, and community settings in which children without 
disabilities participate; and 
(H) are provided in conformity with an individualized family service plan adopted in 
accordance with section 636. 
(5) INFANT OR TODDLER WITH A DISABILITY- The term 'infant or toddler with a 
disability' — 
(A) means an individual under 3 years of age who needs early intervention services 
because the individual — 
(i) is experiencing developmental delays, as measured by appropriate 
diagnostic instruments and procedures in one or more of the areas of cognitive 
development, physical development, communication development, social or 
emotional development, and adaptive development; or 
(ii) has a diagnosed physical or mental condition which has a high probability of 
resulting in developmental delay; and 
(B) may also include, at a State's discretion, at-risk infants and toddlers. 
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SEC. 633. GENERAL AUTHORITY. 
The Secretary shall, in accordance with this part, make grants to States (from their 
allotments under section 643) to assist each State to maintain and implement a statewide, 
comprehensive, coordinated, multidisciplinary, interagency system to provide early 
intervention services for infants and toddlers with disabilities and their families. 
SEC. 634. ELIGIBILITY. 
In order to be eligible for a grant under section 633, a State shall demonstrate to the 
Secretary that the State -- 
(1) has adopted a policy that appropriate early intervention services are available to all 
infants and toddlers with disabilities in the State and their families, including Indian 
infants and toddlers with disabilities and their families residing on a reservation 
geographically located in the State; and 
(2) has in effect a statewide system that meets the requirements of section 635. 
SEC. 635. REQUIREMENTS FOR STATEWIDE SYSTEM. 
(a) IN GENERAL- A statewide system described in section 633 shall include, at a 
minimum, the following components: 
(1) A definition of the term 'developmental delay' that will be used by the State in 
carrying out programs under this part. 
(2) A State policy that is in effect and that ensures that appropriate early intervention 
services are available to all infants and toddlers with disabilities and their families, 
including Indian infants and toddlers and their families residing on a reservation 
geographically located in the State. 
(3) A timely, comprehensive, multidisciplinary evaluation of the functioning of each 
infant or toddler with a disability in the State, and a family-directed identification of 
the needs of each family of such an infant or toddler, to appropriately assist in the 
development of the infant or toddler. 
(4) For each infant or toddler with a disability in the State, an individualized family 
service plan in accordance with section 636, including service coordination services in 
accordance with such service plan. 
(5) A comprehensive child find system, consistent with part B, including a system for 
making referrals to service providers that includes timelines and provides for 
participation by primary referral sources. 
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(6) A public awareness program focusing on early identification of infants and toddlers 
with disabilities, including the preparation and dissemination by the lead agency 
designated or established under paragraph (10) to all primary referral sources, 
especially hospitals and physicians, of information for parents on the availability of 
early intervention services, and procedures for determining the extent to which such 
sources disseminate such information to parents of infants and toddlers. 
(7) A central directory which includes information on early intervention services, 
resources, and experts available in the State and research and demonstration projects 
being conducted in the State. 
(8) A comprehensive system of personnel development, including the training of 
paraprofessionals and the training of primary referral sources respecting the basic 
components of early intervention services available in the State, that is consistent with 
the comprehensive system of personnel development described in section 612(a)(14) 
and may include — 
(A) implementing innovative strategies and activities for the recruitment and 
retention of early education service providers; 
(B) promoting the preparation of early intervention providers who are fully and 
appropriately qualified to provide early intervention services under this part; 
(C) training personnel to work in rural and inner-city areas; and 
(D) training personnel to coordinate transition services for infants and toddlers 
served under this part from an early intervention program under this part to 
preschool or other appropriate services. 
(9) Subject to subsection (b), policies and procedures relating to the establishment and 
maintenance of standards to ensure that personnel necessary to carry out this part are 
appropriately and adequately prepared and trained, including -- 
(A) the establishment and maintenance of standards which are consistent with any 
State-approved or recognized certification, licensing, registration, or other 
comparable requirements which apply to the area in which such personnel are 
providing early intervention services; and 
(B) to the extent such standards are not based on the highest requirements in the 
State applicable to a specific profession or discipline, the steps the State is taking 
to require the retraining or hiring of personnel that meet appropriate professional 
requirements in the State; except that nothing in this part, including this paragraph, 
prohibits the use of paraprofessionals and assistants who are appropriately trained 
and supervised, in accordance with State law, regulations, or written policy, to 
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assist in the provision of early intervention services to infants and toddlers with 
disabilities under this part. 
(10) A single line of responsibility in a lead agency designated or established by the 
Governor for carrying out -- 
(A) the general administration and supervision of programs and activities receiving 
assistance under section 633, and the monitoring of programs and activities used 
by the State to carry out this part, whether or not such programs or activities are 
receiving assistance made available under section 633, to ensure that the State 
complies with this part; 
(B) the identification and coordination of all available resources within the State 
from Federal, State, local, and private sources; 
(C) the assignment of financial responsibility in accordance with section 637(a)(2) 
to the appropriate agencies; 
(D) the development of procedures to ensure that services are provided to infants 
and toddlers with disabilities and their families under this part in a timely manner 
pending the resolution of any disputes among public agencies or service providers; 
(E) the resolution of intra- and interagency disputes; and 
(F) the entry into formal interagency agreements that define the financial 
responsibility of each agency for paying for early intervention services (consistent 
with State law) and procedures for resolving disputes and that include all 
additional components necessary to ensure meaningful cooperation and 
coordination. 
(11) A policy pertaining to the contracting or making of other arrangements with 
service providers to provide early intervention services in the State, consistent with the 
provisions of this part, including the contents of the application used and the 
conditions of the contract or other arrangements. 
(12) A procedure for securing timely reimbursements of funds used under this part in 
accordance with section 640(a). 
(13) Procedural safeguards with respect to programs under this part, as required by 
section 639. 
(14) A system for compiling data requested by the Secretary under section 618 that 
relates to this part. 
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(15) A State interagency coordinating council that meets the requirements of section 
641. 
(16) Policies and procedures to ensure that, consistent with section 636(d)(5) -- 
(A) to the maximum extent appropriate, early intervention services are provided in 
natural environments; and 
(B) the provision of early intervention services for any infant or toddler occurs in a 
setting other than a natural environment only when early intervention cannot be 
achieved satisfactorily for the infant or toddler in a natural environment. 
(b) POLICY- In implementing subsection (a)(9), a State may adopt a policy that includes 
making ongoing good-faith efforts to recruit and hire appropriately and adequately trained 
personnel to provide early intervention services to infants and toddlers with disabilities, 
including, in a geographic area of the State where there is a shortage of such personnel, 
the most qualified individuals available who are making satisfactory progress toward 
completing applicable course work necessary to meet the standards described in 
subsection (a)(9), consistent with State law within 3 years. 
SEC. 636. INDIVIDUALIZED FAMILY SERVICE PLAN. 
(a) ASSESSMENT AND PROGRAM DEVELOPMENT- A statewide system described 
in section 633 shall provide, at a minimum, for each infant or toddler with a disability, and 
the infant's or toddler's family, to receive — 
(1) a multidisciplinary assessment of the unique strengths and needs of the infant or 
toddler and the identification of services appropriate to meet such needs; 
(2) a family-directed assessment of the resources, priorities, and concerns of the family 
and the identification of the supports and services necessary to enhance the family's 
capacity to meet the developmental needs of the infant or toddler; and 
(3) a written individualized family service plan developed by a multidisciplinary team, 
including the parents, as required by subsection (e). 
(b) PERIODIC REVIEW- The individualized family service plan shall be evaluated once a 
year and the family shall be provided a review of the plan at 6-month intervals (or more 
often where appropriate based on infant or toddler and family needs). 
(c) PROMPTNESS AFTER ASSESSMENT- The individualized family service plan shall 
be developed within a reasonable time after the assessment required by subsection (a)(1) is 
completed. With the parents' consent, early intervention services may commence prior to 
the completion of the assessment. 
226 
(d) CONTENT OF PLAN- The individualized family service plan shall be in writing and 
contain — 
(1) a statement of the infant's or toddler's present levels of physical development, 
cognitive development, communication development, social or emotional 
development, and adaptive development, based on objective criteria; 
(2) a statement of the family's resources, priorities, and concerns relating to enhancing 
the development of the family's infant or toddler with a disability; 
(3) a statement of the major outcomes expected to be achieved for the infant or 
toddler and the family, and the criteria, procedures, and timelines used to determine 
the degree to which progress toward achieving the outcomes is being made and 
whether modifications or revisions of the outcomes or services are necessary; 
(4) a statement of specific early intervention services necessary to meet the unique 
needs of the infant or toddler and the family, including the frequency, intensity, and 
method of delivering services; 
(5) a statement of the natural environments in which early intervention services shall 
appropriately be provided, including a justification of the extent, if any, to which the 
services will not be provided in a natural environment; 
(6) the projected dates for initiation of services and the anticipated duration of the 
services; 
(7) the identification of the service coordinator from the profession most immediately 
relevant to the infant's or toddler's or family's needs (or who is otherwise qualified to 
carry out all applicable responsibilities under this part) who will be responsible for the 
implementation of the plan and coordination with other agencies and persons; and 
(8) the steps to be taken to support the transition of the toddler with a disability to 
preschool or other appropriate services. 
(e) PARENTAL CONSENT- The contents of the individualized family service plan shall 
be fully explained to the parents and informed written consent from the parents shall be 
obtained prior to the provision of early intervention services described in such plan. If the 
parents do not provide consent with respect to a particular early intervention service, then 
the early intervention services to which consent is obtained shall be provided. 
SOURCE: http://www.ed.gov/oflIces/OSERS/IDEA/theJaw.html 
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APPENDIX B 
CONSENT LETTER 
A STUDY OF PARENTS PERCEPTIONS 
OF THE INDIVIDUAL FAMILY SERVICE PLAN 
CONSENT FOR VOLUNTARY PARTICIPATION 
I volunteer to participate in this qualitative study and understand that: 
1. I will be interviewed by, Desiree P. Lalbeharie-Josias using a guided interview 
format consisting of ten questions. I will also participate in a focus group 
interview and complete a family background information sheet. 
2. The questions I will be answering address my views related to my perceptions 
of the Individualized Family Service Plan (IFSP) based on my personal 
experience. I understand that the primary purpose of this research is to 
increase awareness of parents’ experiences with the IFSP. 
3. The interview will be tape recorded to facilitate analysis of the data. 
4. Pseudonyms will be used to ensure that my name will not be used, nor will I be 
identified personally in any way or at any time. 
5. I may withdraw from part or all of this study at any time. 
6. I have the right to review material prior to the oral dissertation exam or other 
publication. 
7. I understand that results from this pilot study will be included in Desiree P. 
Lalbeharie-Josias’s dissertation examinations, and may also be included in 
manuscripts submitted to professional journal’s for publication. 
8. Iam free to participate or not to participate without prejudice. 
9. Because of the small number of participants, approximately 30,1 understand 
that there is some risk that I may be identified as a participant in this study. 
Researcher’s Signature Date 
Participant’s Signature Date 
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APPENDIX C 
INTRODUCTION TO THE STUDY INFORMATION AND INVITATION 
Hi, Parents! 
My name is Desiree P. Lalbeharie-Josias and I am a doctoral student in Special 
Education at UMASS-Amherst. My area of specialization is Early Intervention, and my 
career goal is to work in an Early Intervention Center with young children and their 
families. As a parent myself, I fully support parent involvement in Early Intervention and 
the goals of the IFSP. Since parents are an integral part of the IFSP process, I do strongly 
believe that my understanding of your experiences are an important part of my goal to 
further my study and understanding of the IFSP. 
I am writing to invite you to please consider participating in my dissertation 
research project that I am working on to complete my doctoral program. The topic of my 
project is, “ What are Parents Perceptions of the Individualized Family Service Plan 
(IFSP)?” My goal is to interview parents from 15 different families for approximately 1 
to 2 hours on the following eight questions related to their specific experience with the 
IFSP: 
1. Describe the circumstances, which led to the development 
of your IFSP. 
2. Describe your family’s level of involvement in the process, 
both as a unit and as individuals. 
3. Describe the impact that the IFSP process has had on your 
family life in general and also more specifically on family 
roles and relationships. 
4. List the types of services that you have received on your 
IFSP. 
5. Which specific aspects of the IFSP are most helpful to you? 
6. Describe why the above mentioned aspects of the IFSP are 
most helpful to you. 
7. Which aspects of the IFSP are least helpful to you? 
8. Describe why the above mentioned aspects of the IFSP are 
least helpful to you. 
9. Describe how any other factors have influenced your 
experience? 
10. What does this experience mean to you and your family, and 
how has this “meaning” affected or influenced your lives? 
An additional question; “ “Describe how the IFSP can be improved; ” will be discussed 
and answered in a focus group interview with all participants of the study present. 
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Thus, participating in this study will involve: 
1. An introductory meeting for us to meet, discuss the research 
project and set a date for our first interview. At this meeting you 
will receive an Informed Consent Form to review, sign and return at 
the beginning of our first interview. You will also receive a Family 
Demographics Information sheet which you will need to complete 
and return at our first interview. 
2. An in-depth 1-2 hours interview on the topic questions listed above. 
3. An in-depth 1-2 hours second interview to review, clarify and 
confirm the information and written transcript of the first interview. 
4. A focus group interview for 1-2 hours on one topic question with 
other participants of the study. 
All interviews will be confidential and the information you share with me will be treated 
with the respect and integrity it deserves. These interviews may occur at a time and 
location of your convenience. I will offer childcare for the duration of the interview, if 
needed. In appreciation for your time all participants will be treated to a South African 
style barbecue called a “Braai”. In addition, the early intervention centers that the 
participants attend will receive three children’s books for their center as a recognition of 
my appreciation. 
I am very interested in learning about your experiences and hope that you will 
participate in this project. Please do contact me if you are interested or if you have any 
further questions. My contact information is as follows: 
Phone#: (413) 546 3966 
E-mail: DLJOSIAS@EDUC.UMASS.EDU 
Mail: P. O. Box 2505, Amherst, MA 01004 
I look forward to hearing from you soon. 
Sincerely, 
Desiree P. Lalbeharie-Josias 
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APPENDIX D 
FAMILY BACKGROUND/DEMOGRAPHICS INFORMATION SHEET 
(CONFIDENTIAL) 
Dear Parent, 
Please complete all of the following information below according to how you 
would describe/identify yourself and/or your family. 
*********************************************************************** 
IFSP Child’s Information: 
Age of child _ 
Primary Diagnosis  
How long in Early Intervention?  
# of Siblings _ 
# of Siblings with special needs _, Type: _ 
Parents: 
Single _ 
Married _ 
Divorced _ 
Widowed _ 
Ethnicity: 
Asian _ 
Black _ 
Caucasian _ 
Hispanic _ 
Other _, if other please identify _ 
Level of Education: (Mother’s) Mother’s Spouse/Partner 
Below High School _ _ 
High School _ _ 
# of years in College _ _ 
# of years in Graduate School _ _ 
Mother’s Occupation: __ 
Mother’s Spouse/Partner’s Occupation:  
Total Family Income Le\>el: 
$ 10 000 or below _ 
$ 10 000 to 20 000 _ 
$ 20 000 to 30 000 _ 
$ 30 000 and above 
THANK YOU FOR YOUR PARTICIPATION AND COOPERATION 
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